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ABSTRACT  
Background 
In the context of present medical developments, many health conditions such 
as cancer that were once relatively acute and quickly led to death are being 
increasingly transformed into long term conditions (LTCs). Many people living 
with LTCs experience difficult and complex symptoms, which often increase 
distress and frequently lead to a long experience of suffering. There is 
prognostic uncertainty in many LTCs, particularly regarding the trajectory 
towards dying and death. The final phase of illness is frequently associated 
with a loss of capacity in care decision making.  
From a social perspective, health consumers today are more aware of their 
right to make decisions regarding their healthcare. This awareness seems to 
have influenced the creation of advance directives (ADs) as one possible 
strategy for dealing with medical advancements and prognostic uncertainty, 
and their implications.  
Advance directives are tools that people can utilise to state their treatment 
preferences and to inform treatment decisions, should they lose the capacity 
to make such decisions. They are usually used to restrict life-prolonging 
medical treatments such as non-resuscitation, but may include palliative 
treatments to reduce symptom burden. Advance directives have been 
legalised in various countries around the world, yet in many countries they are 
either not legal or not applied. Advance directives are criticised mainly for 
being inefficient in helping to make end-of-life (EoL) decisions for 
incapacitated people in most real-life events. 
Israel, the setting for this study, is considered a medically developed country 
although it does not necessarily have rich resources. One special 
characteristic distinguishing Israel from most developed (western) countries is 
that religious and state laws are interrelated in a complex way. Controversies 
between religious and state laws may restrict the implementation of modern 
values and ideas, such as a desire not to prolong life when suffering is 
considerable, or granting an equal value to the quality and the sanctity of life. 
Advance directives have been legal in Israel since 2005. 
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Aim and objectives of the study 
To examine from a variety of perspectives, i.e. patients, relatives and health 
care providers (HCPs), the experiences, beliefs and practices associated with 
the use of ADs in Israel, with a view to understanding their role in the lives of 
patients with palliative care needs towards the end of life. 
The objectives of this study were:  (1) To learn from people with LTCs who are 
nearing death about the experiences, beliefs, values, and needs that led them 
to make ADs; (2) To discover what influenced changes in the content of 
people's ADs over time; (3) To identify the expectations patients have 
regarding their AD; (4) To explore the extent to which these expectations are 
met by their formal and informal carers during the delivery of care towards and 
at the end of life; (5) To examine the potential contribution that ADs have in 
the palliative care of people with LTCs, from the perspective of their family 
FDUHUV DQG SK\VLFLDQV  7R H[DPLQH +&3V¶ NQRZOHGJH DWWLWXGHV DQG
experiences relating to ADs, as well as their perceived role in the process of 
making ADs. 
Methods 
The study was conducted in Israel between January and September 2011. It 
used a mixed methods design which involved two phases: One phase, using a 
qualitative approach, took the form of patient-centred case studies (8 cases), 
ideally comprising a patient with an LTC, a relative and a physician. It used 
face-to-face semi-structured interviews that were analysed by comparing and 
contrasting findings within and between cases. Twenty seven interviews were 
held, including 10 patients, 9 relatives, 7 physicians and a Rabbi. The other 
SKDVHH[DPLQHG+&3V¶NQRZOHGJHDWWLWXGHVDQGH[SHULHQFHVUHJDUding ADs 
using a questionnaire prepared and used by Schiff and her colleagues in 
2006, which was adapted to the current study with permission. The final 
sample (N=72) of HCPs who care for people with LTCs comprised: 57 nurses 
(79%), 8 physicians (11%), and 7 social workers (10%). Statistical analysis 
was descriptive, using SPSS version 17. 
v 
 
Findings 
All the patient-participants expressed a great desire to make autonomous choices. 
Making an AD was one aspect of this philosophy. They all shared a desire to actively 
control their EoL. Yet they provided many examples suggesting that their autonomy 
ZDVµUHODWLRQDO
DQGWKDWWKH\RIWHQPDGHGHFLVLRQVEDVHGRQUHODWLRQVKLSVZLWKRWKHUV
around them. 
Some relatives expressed fear that they might make mistakes when enacting the 
SDWLHQW¶VZLVKHVPRVW UHODWLYHVUHSRUWHG IHHOLQJDPRUDOREOLJDWLRQ WREHFRPHIXWXUH
decision makers for the patient. Analysis revealed conflicting commitments to self and 
WR WKH µRWKHU¶ IURP WKH SHUVSHFWLYH RI WKH SDWLHQW DQG RI WKH UHODWLYH Dlike, and 
indicated that the needs of patients and those of relatives grow apart as death 
DSSURDFKHV ZKHQ SDWLHQWV ZDQW WR µEH UHOHDVHG IURP VXIIHULQJ¶ WKURXJK GHDWK DQG
relatives have an emotional need to keep the patients alive for as long as possible. 
Physicians, both in the survey and in the interviews, maintained that forgoing active 
treatments contradicted their medical education and the moral professional 
commitment to save and preserve life, and therefore was difficult to respect. The 
relationship EHWZHHQSK\VLFLDQVDQGUHODWLYHVUHJDUGLQJSDWLHQWV¶$'VRIWHQDSSHDUHG
to be problematic. Most of the non-spouse relatives did not know and did not 
communicate with physicians, whether in acute hospital settings or in family-
SK\VLFLDQV¶ VXUJHULHV LQ WRZQV. In rural community settings on the other hand, 
SK\VLFLDQV DQG SDWLHQWV¶ UHODWLYHV UHSRUWHG KDYLQJ KDG VLJQLILFDQW DQG UHSHDWHG
discussions.  
The findings of the survey of HCPs and interviews with physicians showed 
relatively positive attitudes toward the concept of ADs, and also some 
experience of helping create ADs as well as using them toward EoL, 
apparently with positive outcomes. Yet difficulties, barriers and criticisms were 
also evident in both the qualitative and quantitative phases. 
Discussion 
In general, the data from this study enabled the development of a better 
understanding that ADs reflect a multitude of steps that are distinct but linked, as in a 
µUHOD\¶WKHPDWXUDWLRQRIWKHLGHDLQWKHSDWLHQW¶VPLQGWKHSURFHVVRIPDNLQJDQ$'
document; the sharing of this idea with relatives; the sharing of the idea with HCPs; 
DQGGLVFXVVLQJWKHSDWLHQW¶VZLVKHVZLWKDOOWKUHHVWDNHKROGHUV7KHILQGLQJVUHYHDOHG
WKDWHDFKRIWKHVWHSVLQWKHµ$'-UHOD\¶LVKDUGWRDFKLHYHLQLWVRZQULJKWDQGLVDOVR
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related to and dependent on the other steps. Therefore if any one step is not 
managed well, this jeopardises the whole process. In addition, the difficulties and 
barriers that HCPs raise may hinder them from discussing ADs with patients and 
relatives and limit the possibility of using ADs in EoL care of patients with LTCs. 
Conclusion 
This study provides a voice to a small group of people who may have different needs 
and perspectives from those of the majority of the population. It suggests that people 
who want to make ADs are determined to control their lives and EoL, and perhaps 
require unique solutions in addition to the ones available in most countries in the world 
today.  
The findings suggest that health care providers, who are responsible for the medical 
care of people with LTCs in Israel, are expected to initiate ACP-communication 
regarding EoL preferences as appropriate. This needs to occur when there is still 
enough time to prepare ahead for EoL decisions. When patients and relatives do 
present an AD document, it should always trigger discussion with HCPs about its 
content and meaning for the patient, and the document must be included in the 
SDWLHQW¶V PHGLFDO UHFRUG Yet findings indicate that many HCPs are ill-equipped to 
engage in ACP communication, and often avoid it. 
The majority of the public is not aware of the possibility of ADs or their legal status 
and therefore cannot make an informed decision whether or not to use ADs. Policy 
makers will need to help to fully educate HCPs about ADs, as well as the public, and 
to equip HCPs with reasonable communication skills to regularly perform ACP. 
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CHAPTER 1: INTRODUCTION 
The thesis presented here reflects an investigation of experiences, beliefs and 
practices associated with the use of advance directives in Israel from a variety 
of perspectives, with a view to understanding their role in the lives of patients 
with palliative care needs towards the end of life (EoL). This investigation 
started at the end of 2009 and was completed in early 2014. The thesis 
IRFXVHV RQ µDGYDQFH GLUHFWLYHV¶ DV RQH VWUDWHJ\ E\ ZKLFK WR SUHSDre in 
advance for the last phase of life, which may occur when mental capacity is 
heavily impaired and hinders the ability of individuals to make decisions 
regarding their own healthcare. 
1.1 Long term conditions and their implications for 
end-of-life decision making 
Illness patterns today are changing considerably from those perceived just a 
few decades ago, and healthcare systems are ill-equipped to deal with these 
changes (Nolte and McKee, 2008). Chronic conditions or long term conditions 
(LTCs) beyond specific illnesses are now being  scrutinized by the World 
Health Organization, and cover a wide range of health problems and not only 
cancer, heart disease, diabetes and lung disease (World Health Organization, 
2002). The wider definition includes some communicable diseases, such as 
HIV/AIDS, that have been transformed from fatal conditions into controllable 
health problems, allowing people to survive with them for many years. They 
also cover certain mental disorders such as depression and schizophrenia, or 
disabilities and impairments that are not classified as diseases such as 
blindness and musculoskeletal disorders (World Health Organization, 2002). 
The common trait of these conditions is that they all require an intricate and 
coordinated response from multiple health disciplines over an extended period 
of years and decades, with the aim of empowering patients to take as active a 
part as possible in their life and care (Nolte and McKee, 2008). For the 
purpose of this study however, I will refer to LTCs as meaning life-limiting 
conditions such as cancer, failure of crucial organs such as the lungs, heart, 
kidneys or liver, and various degenerative conditions of the neuro-muscular 
system. 
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Long term conditions are becoming a global health concern because the 
proportion of older people in the population is growing, further increasing the 
number of those with LTCs accumulated over their lifetime; quite often people 
live with multiple LTCs simultaneously; chronic conditions are becoming more 
difficult to manage as new drugs become available and interact with other 
medications to produce not only positive but often negative outcomes (Nolte 
and McKee, 2008). LTCs are also currently responsible for 60% of the global 
disease burden, and a considerable increase is forecast by 2020 (World 
Health Organization, 2002).  
As a result, multiple LTCs may increase symptom burden and the experience 
of physical, emotional and spiritual suffering, which may be prolonged and 
may gradually transform into a lengthy and anguished dying. In addition to 
symptom buUGHQVRPH/7&VVXFKDV$O]KHLPHU¶VGLVHDVHDIIHFWFRJQLWLYH
DELOLW\DQGJUDGXDOO\ LPSHGHDSDWLHQWV¶DELOLW\ WR WDNHSDUW LQ OLIHDQG LQ WKHLU
own health decision-making. This in turn adds ethical and emotional 
challenges for relatives and health care providers, who become responsible 
for these patients and need to make decisions in their best interests and on 
WKHLU EHKDOI(YDOXDWLRQV UHJDUGLQJ$O]KHLPHU¶VGLVHDVHSUHYDOHQFHSUHGLFW D
global increase, for example an increase of 31-51% in various parts of Europe 
by 2020 (Nolte and McKee, 2008). Such a forecast indicates an increasing 
challenge and burden in the near future for relatives and for HCPs who are 
responsible for people with cognitive impairment. They call for initiatives that 
may help and support formal and informal carers, to enable them to best 
handle these challenges. One such initiative is the option of advance 
directives, which is the core of this thesis. 
1.2 The Israeli context 
1.2.1 Socio-demographic figures   
Israel is the only country in the world with a Jewish majority. Of a total 
population of ~7.8 million in 2011, 5.9 million (75%) were Jews, and 1.61 
million (20%) constituted a large Arab minority of whom 84% were Muslim, 
7.8% Christian, and 8.1% Druze (Central Bureau of Statistics, 2013b). Most of 
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WKHUHPDLQLQJRI,VUDHO¶VSRSXODWLRQKDGQRUHOLJLRXVDIILOLDWLRQDFFRUGLQJWR
the Ministry of Internal Affairs (Central Bureau of Statistics, 2013b). Jewish 
society is relatively secular, and around 43% of its population define 
WKHPVHOYHVDV µVHFXODU¶ DV µWUDGLWLRQDO¶ PHDQLQJPLOGO\ UHOLJLRXV
aV µUHOLJLRXV¶DQGDV µYHU\ UHOLJLRXV¶&RPSDUHGZLWK WKLV WKHPDMRULW\RI
the non-Jewish population is religious, with only 19% defining themselves as 
µVHFXODU¶  DV µQRW VR UHOLJLRXV¶ HTXLYDOHQW WR µWUDGLWLRQDO¶ DQG WKH
UHPDLQLQJ  DV µUHOLJLRXV¶ DQG  DV µYHU\ UHOLJLRXV¶ (Central Bureau of 
Statistics, 2013a). Israel is a democracy governed by secular law (based on 
the British legal foundations put in place under the British Mandate, 1917-
1948).  
1.2.2 Dual legal systems  
One special characteristic distinguishing Israel from most developed countries 
is that religious laws (such as the Jewish 'Halacha') and state laws are 
interrelated in a complex way. Legislation on matters of values, such as life, 
dying and death, must reflect both religious philosophies and modern 
processes (such as medical treatments and procedures). Controversies 
between religious and state laws may restrict the implementation of modern 
values and ideas, such as a desire not to prolong life when suffering is 
considerable, or granting an equal value to the quality and the sanctity of life. 
Withdrawal of life-prolonging treatment is in complete conflict with religion 
(Cohen-Almagor and Shmueli, 2000), and withholding treatment is not allowed 
by any of the religious streams (Badarna, 2009).  
1.2.3 Israel ± health and palliative care 
Israel is considered a medically developed country, although it does not 
necessarily have rich resources, with one of the highest life expectancies at 
birth in the world  (World Health Organization, 2013d). There is no official data 
regarding the scale of long term conditions (LTCs) in Israel, but estimates 
indicate an increase in numbers. One of the strategies of care for LTCs is the 
palliative care (PC) concept that was originally developed and pioneered by 
WKH 8.¶V 'DPH &LFHO\ 6DXQGHUV (Seymour, 2012). Palliative care is 
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mentioned here because it is expected to accompany the end-of-life of people 
ZLWK/7&VDQGWRDOOHYLDWHWKHLUVXIIHULQJDQGDOVREHFDXVHLQ,VUDHO¶Vµ'\LQJ
3DWLHQW$FW¶'3$SDOOLDWLYHFDUHDQG$'VDUHERWKLQFOXGHGDQGDUHUHODWHG
to each other. An expectation is expressed in the DPA that ADs will only be 
considered after exhausting palliative care measures to alleviate suffering and 
failing to achieve alleviation (The Dying Patient Act, 2005).  
Palliative care (PC) related to the care of cancer patients started to develop in 
Israel in the 1980s, and has since developed further. In the UK, the promotion 
of palliative care has been embedded in SROLF\WKURXJKWKHµEnd of Life Care 
Strategy: Promoting high quality carHIRUDOODGXOWVDWHQGRIOLIH¶ (Department 
of Health - UK, 2008). In Israel, WKHµ'\LQJ3DWLHQW$FW± ¶'3$GHILQHV
palliative care as a legal right that should be available to all patients with LTCs 
(The Dying Patient Act, 2005). In 2009 and based on the DPA, the Ministry of 
Health set a goal to extend PC to patients with all long term conditions (LTCs), 
both in the community and hospitals (Hozer Mankal, 2009). The Director 
General of the Israeli Ministry of Health published a circular regarding the 
operation of palliative care services in Israel, which was expected to be 
accomplished by the end of 2013 (Hozer Mankal, 2009). At that point in time 
(late 2009), palliative care was not well established and the DPA was not well 
known in the health care practice. There therefore seemed to be a unique 
opportunity to explore the meaning of ADs in the lives of people with palliative 
care needs, and the ways in which health care providers (HCPs) can and do 
work with these patients. 
To add to the understanding of the Israeli context, it should be noted that by 
the end of 2013 the goal set by the Director General in 2009 is still far from 
accomplished, and resources are severely limited. Palliative care services are 
slowly being extended in Israel and include hospice at home for cancer 
patients in most areas, and a few hospice beds for cancer patients (less than 
80 beds nationwide). Palliative care services for the elderly in geriatric 
hospitals are starting to develop as well (Bentur, Emanuel and Cherny, 2012). 
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1.3 The personal perspective 
As a nurse in the oncology field I have accompanied thousands of patients 
through their illness trajectory, and frequently through their dying process as 
well. I often witnessed end-of-life suffering and its alleviation through 
SKDUPDFRORJLFDO DQG RWKHU PHDVXUHV <HW RFFDVLRQDOO\ D SDWLHQW¶V VXIIHULQJ
could not be alleviated. This raised hesitations among my colleagues and me, 
DV WR WKH EHVW ZD\ WR KDQGOH WKH SDWLHQW¶V VLWXDWLRQ 6XFK KHVLWDWLRQV ZHUH
further increased when patients or relatives did not allow open conversations, 
or when my fellow HCPs and I did not feel comfortable discussing their 
approaching death with patients, and therefore did not verify how they wanted 
us to respond to their suffering. Open communication was very rewarding, yet 
it was not easy to handle and was very rare. It was often unclear whether or 
not the patient realised that he or she was dying. Sometimes, and this was 
even more difficult, a patient would ask a question about the future and 
immediately express a need for reassurance that he or she would be able to 
JHW WKURXJK WKLV µEDG PRPHQW¶ and continue to live. Each experience of 
unclear, elusive, and ambivalent messages left me puzzled as to how best to 
KDQGOHWKHSDWLHQW¶VFDUH,EHJDQWRWKLQNWKDWLISHRSOHFRXOGZULWHGRZQWKHLU
EoL wishes early enough, this would spare the embarrassment and help to 
fulfil their needs in a better way.  
In a more personal tone, before I started this project I thought that everybody 
should write down their advance directives for end-of-life, while in good health. 
For many years I played with the idea of preparing my own advance directive 
for future care if I were to lose capacity, just in case I needed it one day. 
However, thinking is one thing and acting is another, and I never found the 
right moment to write out my advance directive. The right moment presented 
itself quite abruptly in a foreign place far away from home. A few weeks into 
P\ PDVWHU¶V VWXGLHV , KDG D ELF\FOH DFFLGHQW RQH GD\ RQ P\ ZD\ WR WKH
university. Luckily I was hardly injured physically, but I suddenly realised that 
within a second my life could be turned upside down, and I could become 
incapable of making any further decisions about my health care. At that 
moment I felt a strong need to prepare for such an unfortunate moment in the 
future. The experience shocked me, and after that moment of revelation I 
immediately prepared my own advance directive. 
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I shared my document with someone I hoped would be willing to provide my 
AD should I lose capacity in a foreign country, where I was on my own and 
without my relatives and friends, and a stranger to the local health care 
system. I also shared my AD with my brother, and was surprised by the 
emotional difficulty that he expressed during the conversation about my 
advance wishes for health care, should I be incapacitated. This was one of the 
main things that triggered my interest in exploring ADs as a social 
phenomenon, in understanding the meaning attributed to the act by people 
who prepare ADs, and their expectations of it. This starting point, combining 
both my professional and my personal experiences, influenced the way I 
approached the research, my interest in it, my questions, and my 
interpretation. This personal standpoint needs to remain clear throughout the 
reading of this thesis.  
The thesis has however taken me on a journey that has influenced my 
perspective a great deal. It has added much to my knowledge, but also to my 
understanding of the complexity of ADs. 
1.4 Thesis overview 
The thesis is made up of eight chapters, a synopsis of the case studies 
involved, and five appendices. The first chapter will introduce ADs and the 
context of this study. The second chapter will look at the available literature 
relating to ADs, and at identified gaps leading to the issues that this study sets 
out to explore. Chapter 3 will describe the planned design and actual methods 
that were applied to conduct the research. After a synopsis of all the case 
studies, Chapters 4 to 7 describe and discuss the findings of my study. 
Chapter 8 provides an overview of the key findings and their contribution to 
the available knowledge, as well as their implications for future research, for 
SROLF\DQGIRUSUDFWLFH7KHIRUPDO(QJOLVKYHUVLRQRIWKHOHJDO,VUDHOLµ$GYDQFH
0HGLFDO'LUHFWLYH¶GRFXPHQW LVDWWDFKHGDV$SSHQGL[$ WKHHWKLFDODSSURYDO
for this study is attached as Appendix B; the advert for this study in LILACH¶V1 
bulletin is attached as Appendix C; the patient-SDUWLFLSDQWV¶LQIRUPDWLRQVKHHW
is attached as Appendix D. The questionnaire that was used in phase 2 of this 
study as Appendix E was removed (see note under Appendix E). 
                                          
1 LILACH in Hebrew is an acronym for 'living and dying with dignity'  
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CHAPTER 2: LITERATURE REVIEW 
2.1 Introduction 
Illness, suffering and death have preoccupied humankind since the dawn of 
history. They were explained and managed by religions and they were 
attributed to the will of a God (or Gods), although explanation of death and 
what comes after it (Heaven or hell; reincarnation) have differed between 
religions, epochs, and locations.  
It was not until the eighteenth century that non-religious views started to 
emerge and challenge religious views regarding illness and death (Barry and 
Yuill, 2011). During the twentieth century, some important social changes 
emerged which influenced society's views of illness, dying and death. They 
were related to new scientific knowledge, a decrease in the power of religion, 
and growing individualism. 
Alongside social changes, medical developments in the last half century have 
greatly influenced illness, dying and death. Advance directives (ADs), are one 
of several social responses to the social and medical changes. This thesis 
focuses on ADs as a complex social phenomenon, by looking at them from 
the point of view of patients with long term conditions (LTCs) and other 
stakeholders around them. As a basic definition, I would briefly describe ADs 
as tools that people can utilise to state their treatment preferences, and that 
can be used to inform treatment decisions should they lose the capacity to 
make such decisions. 
This chapter provides the contextual setting for the thesis. It starts by 
providing a background composed of some historical processes, some 
relevant definitions, and the conceptual framework underpinning this study. It 
then moves on to review the evidence around the main issues of this study, 
and subsequently points out gaps in the available evidence, which are 
relevant to this study.  
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2.2 Background 
A historical overview regarding ADs, relevant definitions and a review of the 
available publications will provide the background for this chapter. 
2.2.1 Historical overview - how did ADs come to exist? 
In the brief historical overview below, the origin of ADs will be highlighted first, 
followed by an outline of contemporary shifts from the concept of an AD to the 
concept of advance care planning (ACP), as well as developments around 
ADs in Israel.  
2.2.1.1 Medical developments 
The development of medicine and associated life-prolonging technologies in 
resource-rich countries since the mid-twentieth century has led to increased 
longevity. The global µaverage life expectancy at birth¶ increased by six years 
between 1991 and 2011 (World Health Organization, 2013a). Long life may be 
complemented by good health but it also gives rise to a new phenomenon: 
longevity in sickness (Ayalon, 2003). Health conditions like cancer and (more 
recently) AIDS, that were once relatively acute and progressive, and which 
quickly led to death a few decades ago, have been increasingly transformed 
into LTCs2. People with LTCs such as heart failure, diabetes, stroke, cancer, 
Parkinson's disease and dementia, among other conditions, may now live for 
many years while ill. Moreover, the proportion of the population with long-term 
illness is globally increasing (World Health Organization, 2013b; World Health 
Organization, 2013c). For example, in 2010 it was reported that 15.4 million 
people were living with LTCs in England, and figures are expected to rise to 
18 million by 2025 due to longevity combined with an unhealthy lifestyle 
(Department of Health - UK, 2010).  
Modern medicine cannot as yet provide a cure for LTCs, but it can, in many 
cases, considerably slow the process of illness (Department of Health - UK, 
2010; Thacher, 2004), and prolong the dying phase by months to years (Barry 
                                          
2 LTCs - those 'conditions that cannot, at present, be cured, but can be controlled by 
medication and other therapies' (Department of Health - UK, 2012).  
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and Yuill, 2011). Additionally, physicians are trained to fight for life, and many 
find it more acceptable to be proactive (to resuscitate a patient, for example) 
rather than to abstain from life-saving actions (Bentur, 2008). For many 
patients with advanced illnesses, these two facts may result in a lengthy 
accumulation of physical symptoms typical to LTCs (Health and Human 
Services - USA, 2008; Thacher, 2004), which often increase emotional, social 
and spiritual distress, and frequently lead to the experience of suffering and a 
lingering process of dying (Chochinov, Krisjanson, Hack et al., 2006a; Henoch 
and Danielson, 2009). These changes have led to the development of ADs as 
one possible strategy to deal with medical advancements and their 
implications for the individual. 
2.2.1.2 Social developments 
Barry and Yuill (2011) identify social changes that began during the twentieth 
century and that seemed to have influenced the creation of ADs: 
Medicalisation, Secularisation and Individualisation.  
1. Medicalisation of death and dying was influenced by the natural 
sciences, which were looking at phenomena related to living creatures 
as sequences of biological events. This meant an attempt to explain 
the cessation of life in scientific terms rather than in terms of divine 
powers. 
2. Secularisation implied a different interpretation of life from that in the 
symbolic framework of religion. Without the religious preoccupation 
with resurrection and redemption of the soul, death became an event 
that was no longer attached to one's virtues or vices. 
3. Individualisation emerged as the focus of interest shifted from the 
community, tribe or family to the individual. Human behaviour which 
was formerly dictated by culture and community gradually began to be 
questioned. Increasingly in the western world, individuals started to 
make their own decisions independently from norms and customs 
(Barry and Yuill, 2011). The freedom of individuals to choose how to 
behave also applied to health issues. Health consumers, led by 
consumers' rights movements, gradually became aware of their right to 
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choose between treatment options or to refuse treatments altogether 
under certain circumstances (Health and Human Services - USA, 
2008).  
The idea of limiting life-sustaining treatments stemmed from the above 
developments, which gave individuals the legitimization to take responsibility 
for their medical care. It took root in the 1970s in the United States of America 
(USA), and was probably first introduced to the wider American and 
international public with the controversial case of Karen Ann Quinlan3 whose 
final part of life in a coma, depending on medical life-support, opened a 
discussion about dignity in dying.  
The awareness of health consumers, which was depicted earlier in the 
chapter, triggered the development of 'social movements'4 whose agenda was 
to improve dying and death (McInerney, 2006). In many countries these 
movements combined the words 'life' 'death' and 'dignity' within their names to 
create a message that dying can be dignified only if it can be controlled by the 
individual rather than by a medical authority (McInerney, 2006). These 
movements used individual court cases5 and covered them extensively via the 
media, and they seem to have been quite influential, as is reflected by the 
legalisation of ADs in various countries globally. 
Legal status was first afforded to the limitation of life-sustaining treatments in 
the USA in 1976, with the enactment of µ7KH&DOLfornia Natural Death Act ± 
1976'. This was the first attempt to reshape end-of-life (EoL) care through ADs 
(Health and Human Services - USA, 2008; Kendrick and Robinson, 2002). In 
the USA, legalization of ADs increasingly included other states and was 
ILQDOL]HG ZLWK WKH IHGHUDO HQDFWPHQW RI µ7KH 6HOI 'HWHUPLQDWLRQ $FW ± ¶
                                          
3 Karen Ann Quinlan ± was 20 when she entered a comatose state apparently after taking 
alcohol with tranquilizers at a party in 1975. She was resuscitated and remained alive 
supported by mechanical ventilator. Her parents wanted to disconnect her from the life 
VXSSRUWWROHWKHUµGLHZLWKGLJQLW\¶EXWWKHSK\VLFLDQVDQGWKHFRXUWREMHFWHGA year later 
the New Jersey Supreme Court appointed .DUHQ¶V father as her guardian. As legal 
guardian, her father decided to disconnect .DUHQ¶V life-support system, yet Karen 
continued breathing independently. She remained comatose, breathing on her own and 
was fed for ten additional years, and died of pneumonia in 1985, at the age of 31 
http://en.wikipedia.org/wiki/Karen_Ann_Quinlan. 
4 'Social movement' ± an informal group action which focuses on specific political or social 
issues, in order to carry out, resist or undo a social change. 
5 See also the cases of Nancy Cruzan (in 1983) http://en.wikipedia.org/wiki/Nancy_Cruzan 
and the case of Terri Schiavo (in 1990) http://en.wikipedia.org/wiki/Terry_Schiavo. 
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which comprised the whole of the USA and aimed to encourage competent 
adults to complete advance directives (Health and Human Services - USA, 
2008). Similar processes occurred later in other countries such as the UK 
(Department of Health - UK, 2008); Israel (The Dying Patient Act, 2005); 
Germany (Wiesing, Jox, Hessler et al., 2010) and in some of the Canadian 
provinces (Library of Parliament - Canada, 2013).  
In the late 1990s, state legislation in the USA focused on unwanted 
resuscitation of terminally-ill patients with the development of explicit 'Do Not 
Resuscitate' orders (DNR), and resulted in the creation of out-of-hospital DNR 
protocols in most states (Health and Human Services - USA, 2008). The 
development of legislation, as demonstrated, reflects a growing awareness of 
society to SDWLHQWV¶ autonomy regarding health, life and dying. Nevertheless, in 
the USA which is estimated as the leading country in this respect, only 18-
30% of the entire population has ADs (Health and Human Services - USA, 
2008) and this is by far higher than in any other country. The idea behind 
legalising and using ADs was to preserve patients' autonomy to decide for 
themselves about their own health care, by communicating to their relatives 
and health care providers (HCPs) their preferences for future care (in the 
event of incapacity). However, one of the greatest critiques of ADs is that they 
have failed to influence EoL care (Davison, Holley and Seymour, 2010). 
Critiques of ADs will be discussed in greater detail in a later section of this 
chapter. Yet the flaws of ADs did promote a search for better ways to maintain 
patients' autonomy. 
2.2.1.3 Shifts from µadvance directives¶ to µadvance care 
planning¶ 
Through investigation of failures to use ADs in EoL care in an effective way 
(The SUPPORT Principal Investigators, 1995) it became evident that in order 
to safeguard autonomy, individuals' needs and wishes have to be conveyed to 
others around them, such as relatives and HCPs, and this can only happen 
through communication rather than through instructive documents. Evidence 
that was gathered around ADs has emphasised how multifaceted individuals' 
wishes are, and has elucidated many aspects of complexity. It became clear 
that regardless of whether individuals do or do not decide to make any formal 
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wish for future medical care, they have the constant and on-going right to 
make decisions regarding their personal health care. This understanding 
shifted the focus from an emphasis on documents that cover possible future 
incapacity (such as ADs) to accentuating a much broader process of 
communication, which was named advance care planning, suggesting that 
throughout a long term condition, an on-going communication is required 
between patients, relatives and their HCPs, to constantly re-evaluate their 
changing needs (Davison et al., 2010).  
2.2.1.4 Development of ADs in Israel 
One special characteristic that makes Israel distinct from most developed 
countries is that religious and state laws are interrelated in a complex way, 
and therefore legislation on matters of dying and death must reflect both 
religious philosophies and the modern processes described above.  
Advance directives emerged in Israel in the late 80s with the foundation of 
LILACH organisation that was aimed to promote the use and legalisation of 
ADs as means to promote dignity at EoL. The LILACH organisation prepared 
a format for ADs that was used by its members for advance statements of 
health care preferences when dying with mental incapacity. Two legal 
changes promoted the status of ADs in Israel: (1) The enactment of the Israeli 
'Patient's Rights Act -1996' (World Association for Medical Law, undated), 
which promoted the concept of patients¶ autonomy and right to consent to or 
refuse medical treatment; and (2) the enactment of the Israeli 'Dying Patient 
Act-2005' (DPA) that legally regulated ADs (Steinberg and Sprung, 2006). 
Further information regarding ADs in Israel is provided in Box 1. 
Box 1: Additional information regarding ADs in Israel 
,QWKH,VUDHOL µ'\LQJ3DWLHQW$FW±¶'3$$'VDUHGHILQHGGLIIHUHQWO\ IURPPRVW
ZHVWHUQFRXQWULHVLQRUGHUWRFRQFXUZLWKUHOLJLRXVREOLJDWLRQWRSUHVHUYHOLIH 
7KHODZRUGHUVWKDWDQH[FHSWLRQDOUHTXHVWWRSURORQJOLIHVKRXOGEHUHVSHFWHGHYHQLI
LW VHHPV IXWLOH XQOHVV LW LV KDUPIXO WR WKH SDWLHQW RU RWKHUV 6WHLQEHUJ DQG 6SUXQJ
ZKLOHRWKHUFRXQWULHVVXFKDV8.OHJDOLVHRQO\UHIXVDORIWUHDWPHQWV'DYLVRQHW
DO 
7KH '3$ IRUELGV DQ\ VKRUWHQLQJ RI OLIH EHFDXVH ZLWKGUDZDO RI OLIH-SURORQJLQJ
WUHDWPHQWLVLQDEVROXWHFRQIOLFWZLWKUHOLJLRQ&RKHQ-$OPDJRUDQG6KPXHOL 
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7KH '3$ SHUPLWV ZLWKKROGLQJ WUHDWPHQWV WKDW DUH UHODWHG WR WKH /7& EXW IRUELGV
ZLWKKROGLQJ WUHDWPHQW RI RWKHU SUH-H[LVWLQJ RU QHZ DFXWH PHGLFDO FRQGLWLRQV DQG
IRUELGVZLWKKROGLQJQXWULWLRQDQGIOXLGVXQWLOGHDWKLVLPPLQHQW7KH'\LQJ3DWLHQW$FW
 
,W LV LPSRUWDQW WR HPSKDVLVH WKDW ZLWKKROGLQJ WUHDWPHQWV LV XQDFFHSWDEOH WR VRPH
-XGHR-0XVOLPUHOLJLRXVVWUHDPV%DGDUQD 
National AD-database 
7KH'3$RUGHUHGWKHHVWDEOLVKPHQWRIDQDWLRQDOGDWDEDVHIRU$'VXQGHUWKHDXVSLFH
RI WKH0LQLVWU\RI+HDOWK2QO\ OHJDO$'VIRUPVDUHHOLJLEOH WREHNHSW LQ WKHQDWLRQDO
$'-GDWDEDVHDQG WKH\DUHDFFHSWHGRQO\ ZKHQ IXOO\ ZULWWHQ 6WHLQEHUJ DQG6SUXQJ
 7KLV LQ LWVHOI LV SUREOHPDWLF EHFDXVH LQ ,VUDHO FXUUHQWO\ PRVW RI WKH $'
GRFXPHQWV a DUH KHOG E\ WKH /,/$&+ RUJDQLVDWLRQ 
/LYLQJ DQG G\LQJ ZLWK
'LJQLW\
±,VUDHO 
Advance directive documents 
7KH '3$ YLHZV WKH OHJDO $' IRUP GLIIHUHQWO\ IURP RWKHU IRUPV VXFK DV /,/$&+
V
GRFXPHQW:KLOHWKHOHJDO$'GRFXPHQWLVOHJDOO\ELQGLQJGLIIHUHQW$'IRUPVDUHRQO\
YROXQWDU\0DWVD 
7KHOHJDO$'QHHGVWKHVLJQDWXUHRIDQXUVHRUDSK\VLFLDQWRFHUWLI\WKDWH[SODQDWLRQ
UHJDUGLQJPHGLFDOOLIH-VXVWDLQLQJWUHDWPHQWVKDVEHHQSURYLGHGDQGXQGHUVWRRGE\WKH
SHUVRQZKRZLVKHVWRILOO LQDQ$'6QH,IWKHSHUVRQLVDOUHDG\GHILQHGDVD
G\LQJ SDWLHQW DW WKH WLPH RI SUHSDULQJ DQ$' WKH H[SODLQLQJ DXWKRULW\ KDV WR EH D
VHQLRUSK\VLFLDQ 
$GYDQFH GLUHFWLYH FRPSOHWLRQ UDWH LQ ,VUDHO LV H[WUHPHO\ ORZ OHVV WKDQ  RI WKH
SRSXODWLRQ LQ FRPSDULVRQ WR WKH JLYHQ ILJXUHV LQ WKH 86$ - +HDOWK DQG
+XPDQ6HUYLFHV-86$RUHYHQLQWKH8.a$OGHUVRQ 
7KHOHJDOIRUPLVFRQVLGHUHGE\PDQ\ WREHFRPSOLFDWHGDQGOHVVXQGHUVWDQGDEOHWR
OD\SHRSOH 
,Q,VUDHOGLIIHUHQWO\IURPWKH8.IRULQVWDQFHDFFRUGLQJWRWKH'3$DQLQGLYLGXDOFDQ
KROG DQ$' DQG DSSRLQW D SUR[\ GHFLVLRQ PDNHU IRU (R/ GHFLVLRQV VLPXOWDQHRXVO\
+RZHYHU WKH\QHHG WRVSHFLI\ZKLFKRI WKH WZRZLOO SUHYDLO LQFDVHRIFRQWUDGLFWLRQ
RWKHUZLVHWKH ODZVSHFLILHVFRQGLWLRQV LQZKLFKHLWKHU WKHRQHRUWKHRWKHUGRFXPHQW
ZLOOSUHYDLOVHH$SSHQGL[$SDJH 
3HRSOH ZKR KDYH SUHSDUHG D /,/$&+ $' DQG ODWHU ILOOHG WKH OHJDO $' IRUP PD\
DFWXDOO\SRVVHVVPRUHWKDQRQH$'GRFXPHQW 
Additional definitions 
,W LV LPSRUWDQW WRKLJKOLJKWDQGGLVWLQJXLVK EHWZHHQ$'VDSUR[\GHFLVLRQPDNHU IRU
(R/GHFLVLRQVDQGDZLWQHVVDVIROORZV 
$SSRLQWPHQWRIDSUR[\GHFLVLRQPDNHUIRU(R/GHFLVLRQV-LVDVHSDUDWHOHJDOSURFHVV
DQGGRFXPHQWIURPWKDWRIPDNLQJDQ$'7KHLQGLYLGXDOFDQOLPLWDQGGHILQHIRUZKLFK
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PHGLFDO LVVXHVWKHSUR[\GHFLVLRQPDNHUZLOOEHDXWKRULVHGWRPDNHGHFLVLRQV 0RUH
WKDQRQHGHFLVLRQPDNHUFDQEHDSSRLQWHGLQFDVHWKHSULPDU\RQHLVXQDEOHWRPDNH
GHFLVLRQV7KHDSSRLQWHGGHFLVLRQPDNHUKDVWRVLJQ WKHLUZLOOLQJQHVVWREHFRPHWKH
GHFLVLRQPDNHULQGXHWLPHDGDSWHGIURPWKH'3$ 
:LWQHVVLVRQHRIWZRSHUVRQVZKRQHHGWREHSUHVHQWDWWKHPRPHQWRIILOOLQJLQDQG
VLJQLQJ DQ $' RU D SUR[\ GHFLVLRQ PDNHU :LWQHVVHV DSSURYH WKDW WKH\ NQRZ WKH
LQGLYLGXDOZKRKDVILOOHGLQWKHGRFXPHQWRUKDYHLGHQWLILHGWKDWLQGLYLGXDOZLWKDQ,'
DQGWKDWWRWKHLUEHVWMXGJHPHQWWKHLQGLYLGXDOVHHPVWREH OXFLGDQGZLWKQRVLJQRI
SUHVVXUHWRIRUPXODWHVXFKGRFXPHQWV$FFRUGLQJWRWKH'3$DZLWQHVVFDQQRWEHD
SRWHQWLDO KHLU RU EHQHILW ILQDQFLDOO\ IURP WKH GHDWK RI WKH$' KROGHU DQG FDQQRW EH
DSSRLQWHGVLPXOWDQHRXVO\DVDSUR[\GHFLVLRQPDNHUIRU(R/GHFLVLRQVVHHWKHRIILFLDO
H[SODQDWLRQLQ(QJOLVKLQ$SSHQGL[$SDJH 
 
To summarise the historical overview of this chapter, ADs seem to have 
emerged as one possible response to a shift in the course of many illnesses, 
towards chronic and slow declines which often prolong suffering and dying, 
and as an outcome of some social changes which placed much greater 
responsibility for life outcomes in the hands of individuals than ever before in 
history. Advance directives were aimed to reduce the suffering at EoL by 
taking personal control over decision-making during this period. Yet this tool is 
not an overall satisfactory response for all people and for all situations. 
2.2.2 Working definitions around ADs  
2.2.2.1 What are ADs, and what are they not? 
There are usually two different types of advance statements related to health 
care: those which try to make advance decisions for specific (future) medical 
situations; and those which delegate the responsibility for future decision 
making to someone else. Usually, the former type is called an advance 
directive and the latter is called a proxy decision maker or durable/lasting 
power of attorney for health care (Health and Human Services - USA, 2008) 
among other terms. Some, such as Davison et al. (2010) for example, term 
these two types ADs, and divide ADs into instructional and proxy directives 
respectively: Instructional directives, meaning that they specify the individual's 
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preferences in specific medical circumstances; and proxy directives, which 
mean the appointment of a surrogate decision maker on behalf of the 
individual (Davison et al., 2010). Throughout this work I shall use the term 
advance directives (formerly called living wills) to refer to Davison et al.'s 
(2010) instructional directives. They are tools that people can use to state their 
treatment preferences in advance of their actual need (Health and Human 
Services - USA, 2008). They are generally referred to as: 
'Instructions given by a capable person, often in written form, 
about their wishes for health care (treatment) and/or 
personal care in the event that they become incapable of 
giving informed consent' (Dunbrack, 2006: 25). 
They are sometimes called advance medical directives, emphasising that they 
are meant to define health care. In several countries ADs have legal status 
(examples: USA, UK, Canada, Israel), and they may usually be used to 
restrict treatment. There are a variety of possible restrictions, such as non-
resuscitation or non-hospitalisation, which can be used in part or as a whole. 
Therefore specific treatment preferences (or restrictions) may be a part of ADs 
(see Figure 1, next page). The Israeli law permits the restraint of life-
maintaining measures on behalf of an individual when four elements apply 
simultaneously: (1) They have an AD/surrogate decision maker, (2) they have 
lost mental capacity, (3) they face an advanced LTC, and (4) they are in 
considerable suffering even though palliative care measures are used (The 
Dying Patient Act, 2005). 
Advance care planning is an overarching term that embraces both ADs and 
proxy/surrogate decision maker and is defined as: 
'A process that involves on-going reflection, understanding, 
discussion, and communication amongst a patient, their 
family, and healthcare staff for the purpose of clarifying 
values, treatment preferences, and goals for EoL care. 
Advance care planning emphasizes not only decisions about 
whether to use a treatment but also practical arrangements, 
and includes attention to ethical, psychosocial, and spiritual 
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issues which relate to starting, withholding, and stopping 
treatments' (Davison et al., 2010: 50). 
Attention is drawn to the fact that an outcome of ACP may be the formation of 
an AD, or the appointment of a surrogate decision maker, but it may also 
result in continuous oral statements without completing any formal document. 
Figure 1, below places the various definitions in relation to each other for 
better understanding of the terms that are used throughout this thesis. 
 
Figure 1: Relationship between definitions 
 
2.2.3 The conceptual framework regarding ADs 
An advance directive, as a possibility, sits at a juncture of three major 
conceptual frameworks: ethics, which looks at µwhat is morally right or wrong¶; 
law, which looks at µwhat is legally allowed or forbidden¶; and medicine, which 
looks at µwhat is practically available, possible and known¶. In some places 
religion may add to or substitute for ethics or law (or both). Figure 2 (next 
page) aims to depict the above relationships. 
Ethically - the medical ethical principle of autonomy now encourages and 
legitimises individuals to make independent decisions on their health; and an 
AD is a tool to prepare for the time when individuals may no longer be able to 
make decisions due to deprived capacity. Yet limiting health care by obeying 
ADs (which often means not prolonging a human life) has implications for a 
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religion which sanctifies life above any other value, and there are therefore 
communities, countries and cultures that do not view an AD as a legitimate 
concept or possibility. 
Figure 2: The conceptual framework of ADs 
 
Legally ± Advance directives, where legal, enable individuals' 'voices' to be 
heard when they are no longer able to express them, and they are binding for 
health care professionals as well as relatives. However, in most countries to 
date ADs are not legal and cannot therefore be applied there. 
Medically ± Advance directives are orders to restrict treatment or abstain from 
it altogether. This is contrary to the generally accepted medical teaching, to 
battle to preserve life at any time and at nearly any cost. Since the late 60s, 
medicine has become able to resuscitate people through cardio-pulmonary 
pharmacological and technological interventions, which are constantly 
improving. This ability only accentuates a tendency to view death as µthe 
HQHP\¶ and to keep fighting it actively and aggressively (Bentur, 2008; Schiff, 
Sacares, Snook et al., 2006). The possibility of limiting medical care in a way 
which may restrain life is accepted very restrictedly in the medical field. The 
palliative care concept, which emphasises improving quality of life over length 
of life with an LTC when symptoms become burdensome to patients, has not 
become rooted as a care concept, even in medical fields which are frequently 
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exposed to LTCs (such as neurology, kidney, lung or heart services). It is 
more common in the oncology (cancer) field, but not without flaws. 
It is therefore not surprising that ADs are debated by ethicists, health care 
professionals, jurists, clergy and policy makers. In this discussion I will focus 
mainly on studies that highlight controversy around ADs. I will briefly mention 
some legal and religious aspects relating to ADs, but most of the debated 
issues will be related to medical ethics. 
2.2.3.1 Controversies around ADs 
It appears appropriate to start debating ADs by using an example from the 
USA, which was the first country to regulate ADs. The American government 
has shown an interest in promoting the use of ADs since the late 70s as a tool 
to preserve patients' autonomy, not only when patients have capacity but also 
when they lose it. In a report presented to the American Congress in 2008 by 
the American Ministry of Health, the committee in charge of the report stated 
that: 
µThe Committee believes that through the execution of 
advance directives... individuals can better protect their right 
to express their wishes about end-of-life care and have 
those wishes respected. The Committee directs the 
Secretary to conduct a study to determine the best way to 
promote the use of advance directives among competent 
adults... and provide recommendations to Congress on 
changes to Federal law needed to ensure appropriate use of 
DGYDQFH GLUHFWLYHV¶. (Health and Human Services - USA, 
2008: v). 
Yet the fact that most of the American population does not comply with the 
seemingly 'humanistic' aim of the American government (and other 
governments) to promote ADs as a further step to individuals' autonomy, 
needs to draw attention and to allow questioning. I will use the above quote to 
elucidate some of the most prominent debates regarding ADs. 
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Obviously, if an AD was a suitable strategy for all to preserve people's rights 
for self-determination, most or all of the population would wish to have an AD. 
Yet 18-30% have ADs in the USA, and far fewer than 10% in all other 
countries where ADs are legal (less than 1% in Israel), so perhaps not 
everyone shares the same beliefs regarding the importance of having ADs. 
Indeed, while some social movements try to preserve the right to control the 
process of dying, others give voice to the sanctity of life and oppose any 
abstinence from treatment (Kendrick and Robinson, 2002). It is suggested that 
consumers' movements may represent a smaller public than the impression 
provided through the media. At least three systematic reviews (Bravo, Dubois 
and Wagneur, 2008; Durbin, Fish, Bachman et al., 2010; Patel, Sinuff and 
Cook, 2004) were identified to look at the effectiveness of education and 
training of people regarding ADs, on AD-completion. Meta analyses show that 
even when people are educated and trained about ADs to maximise 
outcomes, with multiple resources and repeatedly, the maximum effect that 
was reported was 45.6% (in Bravo et al., 2008), and the minimum effect that 
was reported was an increase of only 0.9% (regarding AD completion) (in 
Durbin et al., 2010). This variance supports the suggestion that not everyone 
places importance on making an AD (Davison et al., 2010). Even those who 
believe that creating ADs is important do not always follow their belief with 
actions, giving many reasons for this but implying that action has been 
delayed due to internal ambiguities or other priorities (Horne, 2011; Jezewski 
and Meeker, 2005). Some people feel threatened and overwhelmed by talking 
and thinking about dying (Jezewski and Meeker, 2005).  
'Through the execution of advance directives' 
There is rarely good correlation between medical situations that are expressed 
in ADs, which are neatly separated from each other, and reality, which 
presents itself in many ways and with interrelated health issues in various 
degrees of complexity and severity. Therefore, ADs are rarely able to serve as 
exact guidance for health care (Davison et al., 2010). For example, the 
findings of Cohen-Mansfield and Lipson (2008) show that even when a high 
prevalence of ADs was available, in a nursing home setting, the directives 
themselves had a limited role in affecting treatments, mainly because most 
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situations (43 out of 64 cases) were inapplicable, because they varied too 
much from the written directives. Few other situations were related to 
relatives' changes of mind that physicians felt unable to overrule. The rigidity 
of legal AD forms often limits the possibility of using them as guidance when 
the time comes to execute them. 
'Individuals can better protect their right to express their wishes 
about end-of-life care' 
As I discussed elsewhere (Meron, 2013), ADs raise the ethical dilemma of 
'two personalities', the former healthy and the latter incompetent (Kendrick 
and Robinson, 2002; Quante, 1999). When ADs are considered, the moral 
question that emerges is: who is the individual whose right we aim to protect? 
Is it the personality who made the ADs, or the one now living without 
capacity? The same body of a certain 'John Doe' seems to belong to two 
different personalities at different times, and the suffering of the two 
personalities may vary a great deal. Therefore, a commitment to protect 
people's wishes about EoL care is not simple and not easily ascertained. 
'Individuals can better have their wishes respected' 
A seminal prospective controlled clinical trial (Study to Understand Prognoses 
and Preferences for Outcomes and Risks of Treatments (SUPPORT)) was 
conducted during 1992-1993 in five teaching hospitals in the USA, looking at 
outcomes of care at EoL (The SUPPORT Principal Investigators, 1995). It was 
aimed at improving end-of-life decision making and reducing the frequency of 
a mechanically-supported, painful, and prolonged process of dying. It included 
4,804 patients, each of whom had at least one out of nine kinds of life-
threatening diagnoses. The intervention included intensive and laborious 
efforts to provide enhanced information, counselling and support, informing 
physicians about patients' prognoses, and informing patients about 
possibilities and tools that could be used to express their wishes for EoL care 
(Murphy, Kreling, Kathryn et al., 2000). Yet no significant difference was found 
between intervention and control in outcome measures such as the timing of 
DNR orders, length of hospital days in ICU, pain control, and physicians' 
awareness of patients' ADs (The SUPPORT Principal Investigators, 1995).  
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Another aspect of respect for wishes, and one of the main controversies 
surrounding ADs, remains their trustworthiness in view of people's change of 
priorities, as has been researched by many (Barber, 1999; Carmel and 
Mutran, 1999; Ditto, Jacobson, Smucker et al., 2006; Weissman, Haas, 
Fowler et al., 1999). For example, it was found that elderly participants tended 
to change their preferences in response to hospitalisation in an acute setting. 
This suggested that decisions are dependent on context and that people's 
perceptions after experiencing a situation in which they are ill may differ from 
their original perceptions while healthy (Ditto et al., 2006). People may change 
their perceptions in different phases of illness as well, after experiencing new 
symptoms or further losing capability. People may adjust to their decline in 
ways that they cannot anticipate. The ethical dilemma is therefore whether an 
AD that was written at a certain moment is applicable at another time.  
Furthermore, in order to execute ADs, the directives need to be known to 
others in addition to their makers. There is evidence that many patients do not 
share their ADs with their HCPs, which may hinder the possibility of respecting 
their wishes in due time (Becker, Jaspers, King et al., 2010; Covinsky, Fuller, 
Yaffe et al., 2000; Douglas and Brown, 2002; Justin, 1990; Sulmasy, Terry, 
C.S. et al., 1998). It is also evident that ADs are often inaccessible to health 
care providers when they are needed (Cohen-Mansfield and Lipson, 2008).  
Additional dilemmas regarding ADs have been discussed more extensively 
elsewhere (Meron, 2013) and will just be mentioned here:  
x Balancing between autonomy (of the individual) and social justice (public 
welfare).  
x Balancing between the autonomy of the patient and that of their relatives 
(see also discussion in chapter 5). 
x Balancing between futility and sanctity of life. 
Two important barriers to promoting ADs which are interrelated need to be 
highlighted: 
x Much of the population is unaware or does not know enough about the 
availability of ADs to actually seek ways of creating them (Bentur, 2008).  
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x Many health care professionals are unable to provide much information 
about ADs (Bentur, 2008), or think that patients do not want to discuss 
their EoL wishes (Davison et al., 2010).  
These two barriers create a vicious circle, because as long as HCPs ignore 
information about ADs, there is no chance that they will discuss the latter with 
patients. Patients in turn will come across the option of making ADs only 
coincidentally in such reality. 
To conclude the conceptual framework, there is a need to reconcile three very 
different conceptual frameworks simultaneously in order to enable ADs to 
exist (Figure 2, page 17). Also, clearly, there are many areas to explore 
regarding individual and social experiences at EoL. Without these there will be 
QRVLPSOHDQVZHUVWRWKH$PHULFDQ&RQJUHVV¶PLVVLRQµWRdetermine the best 
way to promote the use of advance directives among competent adults' 
(Health and Human Services - USA, 2008: v) and there will be no easily-found 
recommendations for legal changes that may ensure the appropriate use of 
ADs. An AD is not only a tool, but also represents values and world views. 
Arguments for and against ADs still occupy many philosophers, legal 
counsellors, ethicists, religious leaders, policy makers, health care 
professionals and public opinion, and these debates lie at the background to 
this study, and will continue long after its conclusion.  
2.2.4 The extent of publication surrounding ADs ± a summary 
of the available literature 
There is an abundance of evidence related to ADs; therefore the next section 
presents a focused review of evidence which is most closely related to the 
scope of the present study. The process of searching for literature will be 
described first, as well as major issues investigated in relation to ADs in the 
past four decades, along with exemplary studies of each issue.  
In an extensive search for evidence around ADs, held between 2009 and 
2013, the searched terms were: µDGYDQFH GLUHFWLYH¶ µOLYLQJ ZLOO¶ µDGYDQFH
PHGLFDOGLUHFWLYH¶DQGµDGYDQFHKHDOWK-FDUHGLUHFWLYH¶LQmajor sub-headings 
and titles, excluding psychiatric ADs and ADs related to mercy-killing 
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(euthanasia and assisted death). Data bases included: Cinahl; Medline; Web 
of science; ASSIA; as well as free searches through reference lists of journals 
and papers.  
The aim of the search was to map out the available evidence, to follow up the 
development of research and understanding around the phenomenon called 
'advance directive', and to identify gaps that I would hope to address with the 
current study.  
The search yielded over 3,500 results throughout the period of the doctorate, 
with a high proportion of duplication, as well as high prevalence of non-
research publications, comprising: opinions (µpros¶ and µcons¶); suggestions, 
policy and guidelines; legal aspects; critiques, philosophy, ethics and religion. 
Most of the publications were in English, but they included many other 
languages as well (but in a much lesser amount) from all continents and many 
countries, which probably reflect world-wide interest in ADs. Therefore it is not 
easy to provide a definite number for the studies screened and read for use in 
this thesis. However, hundreds of papers were read during this period, mostly 
but not exclusively in English6. 
An analysis of the results yielded regarding ADs showed that the first 
publication was in 1977, a year after the first legislation on ADs in the USA (in 
California). Between 1977 and 1990, 1-25 publications appeared each year. 
Since 1991 (after the enactment of the 'Patient Self Determination Act'), at 
least 50-100 publications appeared globally every year. After screening the 
publications and separating research out from the rest to focus on the 
available evidence, it was obvious that the papers covered a whole range of 
issues. The main issues can be categorised into seven broad categories: 
1. Needs, knowledge, attitudes, experiences or behaviours of various 
stakeholders (the general public; patients; HCPs; relatives). 
2. Correlations betweHQ$'KROGHUV
RUSRWHQWLDOKROGHUV¶H[SUHVVHGZLVKHV
DQGWKHLUUHODWLYHV¶RU+&3V
HVWLPDWHRIWKHLUZLVKHV 
3. Barriers to ADs. 
4. Effects of education (regarding AD communication) on AD holders, 
relatives and HCPs. 
                                          
6 I read French and Hebrew fluently (T.M.) 
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5. Statistics of AD use. 
6. Social, religious and cultural aspects of ADs. 
7. Outcomes of ADs. 
Table 1 (next page) summarises the major categories and issues covered by 
research to date, with three cited references, from the available evidence, of 
each issue covered, although for most issues more studies exist. The chosen 
examples are meant mainly to show the breadth and variety of evidence.   
The evidence is varied in terms of condition of health (healthy and/or ill 
participants); illness (sampling people with specific LTCs such as cancer or 
lung disease and/or a variety of LTCs); age (specific age groups or all adults); 
settings (community, acute hospitals, nursing homes and/or hospices) and 
methods (using qualitative and/or quantitative methods, including RCTs). 
2.3 Focused overview of research perspectives 
Due to the wealth of evidence regarding ADs, this section will focus on 
evidence related to two issues chosen from the available evidence mapped in 
Table 1 (next page): needs, knowledge, attitudes and experiences of patients 
with LTCs and of HCPs, who are all central figures in this study. 
2.3.1 Perspectives and experiences of patients with LTCs 
regarding ADs 
When the search for published research literature was narrowed down to 
patients' perspectives, 45 papers were identified; the first was dated 1989, up 
to the most recent in 2013. Most studies were conducted in the USA; a few 
had been conducted in European or Asian countries or were multi-national. 
Many of them were examining how to influence AD-completion rates in 
various ways. They included mainly surveys or closed-ended interviews; a few 
were document reviews (especially when critically ill patients were sought 
after) (example: Batchelor et al., 1992). Only the study by Haisfield et al. 
(1994) was qualitative, using focus groups of cancer patients to learn about 
their needs regarding ADs (Haisfield et al., 1994). 
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Table 1: The main issues covered by research regarding ADs 
The major categories of evidence The researched issue Examples of studies 
Needs, knowledge, attitudes and 
experiences of various stakeholders 
regarding ADs 
Needs, knowledge, attitudes and 
experiences of the public 
Hague  and Moody, 1993  
Sessanna  and Jezewski, 2008 
Matzo and Hijjazi, 2008 
Needs, knowledge, attitudes and 
experiences of patients* 
Nolan and Bruder, 1997 
Hechter et al., 1999 
Jackson et al., 2009 
Needs, knowledge, attitudes and 
experiences of proxies 
Moorman et al., 2009 
Khodyakov  and Carr 2009 
Caron, 2005 
Knowledge, attitudes and experiences of 
health care professionals* 
Gramelspacher et al., 1993  
Lipson et al., 2004 
Bentur, 2008 
Knowledge, attitudes and experiences of 
managerial bodies or policy makers 
Black  and Fauske, 2007 
Golden et al., 2011 
Krok et al., 2011 
Correlations between patients' wishes 
for EoL care, and others' estimates of 
patients' wishes 
&RUUHODWLRQVEHWZHHQSDWLHQWV¶ZLVKHV
DQGUHODWLYHV¶HVWLPDWHVRISDWLHQWV¶
wishes 
Sulmasy et al., 1998 
Zettel-Watson et al., 2008 
Barrio-Cantalejo et al., 2009 
CRUUHODWLRQVEHWZHHQSDWLHQWV¶ZLVKHV
DQGKHDOWKFDUHSURIHVVLRQDOV¶HVWLPDWHV
RISDWLHQWV¶ZLVKHV 
Druley et al., 1993 
Fischer  et al., 1998 
Coppola et al., 2001 
Outcomes Outcomes of ADs in EoL care The SUPPORT principal 
investigators, 1995 
Hammes et al., 2012 
Dobbins , 2007 
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The major categories of evidence The researched issue Examples of studies 
Barriers to ADs Communication barriers regarding ADs Tulsky et al., 1998 
Weiner  and Cole, 2004 
Ko and Lee, 2009 
&KDQJHVLQSHRSOH¶V(R/ZLVKHVRYHU
time 
Emanuel et al., 1994; 
Carmel and Mutran, 1999; 
Froman and Owen, 2005 
Influences of education on ADs The influence of education and training 
about ADs on patients 
Bravo et al., 2008  
Cugliari et al, 1999 
Detering et al., 2010 (RCT) 
The influence of education and training 
about ADs on health care professionals 
DesRosiers and Navin, 1997; 
Merckaert  et al., 2005; 
Butow, 2008 
Statistics of ADs AD-completion rates and how to improve 
them 
DeLaGarza  et al., 2001; 
Payne et al,. 2010 
Waite  et al, 2013 
Cultural, social and religious aspects 
regarding ADs 
Religious aspects of ADs Isaac et al., 2003; 
Pearce et al., 2006; 
Curlin et al., 2008 
Cultural aspects of ADs McAdam et al., 2005 (Filipino minority in USA) 
Sittisombut et al., 2005 (men and women in Thailand);  
Ivo et al., 2012 (comparison of patients in China, Korea and Japan) 
* The issues that are discussed in greater detail 
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Most of the studies included patients during their JHQHUDOSUDFWLWLRQHUV¶GPV¶ 
visits (example: Sloan, 1990), or community-dwelling elderly. At least four 
studies related to nursing-home residents (example: McAuley et al., 2003); 
three to outpatients (example: Sam et al., 1993); and five to hospitalised 
patients in various wards (medical, intensive care, cardiac, surgical wards and 
even emergency departments) (example: Angelos et al., 1999) which did not 
necessarily indicate an LTC. In nine studies it was clearly indicated that 
patients had LTCs.  
In most of the 45 studies there was a mixture of different illnesses (such as 
HIV, cancer, lung, or kidney illnesses) (example: Gilligan et al., 1995), and/or 
various stages of illness (example: Salmond et al., 2005). In many studies the 
percentage of AD holders among the participants was mentioned (example: 
Sulmasy et al., 1998). This was usually done to compare numbers before and 
after interventions to increase AD completion rates. Yet only seven studies 
were found to focus on patients with ADs, trying to identify their views, 
behaviours, and/or the outcomes of their ADs, with or without comparing them 
with other people (example: Teno et al., 1998). This variance makes it hard to 
analyse the evidence, because comparisons of largely different settings and 
participants can hardly be significant. I will therefore present the literature as it 
relates to the following subtopics that I find most relevant to this thesis: 
knowledge of ADs; reasons and motivations for making an AD; assistance 
and sharing the fact of having an AD; and cultural influences on ADs. 
2.3.1.1 3DWLHQWV¶Nnowledge of ADs 
Several studies elucidated lack of knowledge and misinterpretations among 
patients who had an AD. The definition of an AD and the implications of 
specific life-sustaining procedures (such as cardio-pulmonary resuscitation or 
mechanical ventilation), is not always well understood by patients (Douglas 
and Brown, 2002; Jacobson, White, Battin et al., 1994; Nishimura, Mueller, 
Evenson et al., 2007; Upadya, Muralidharan, Thorevska et al., 2002; Zronek, 
Daly and Lee, 1999). Some participants confuse ADs with testaments 
(Nishimura et al., 2007). Furthermore, in the study of Thorevska, 
Tilluckdharry, Tickoo et al. (2005) 37% of the patients, who had ADs, revoked 
them after receiving an explanation of treatments such as the above. This 
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finding is worrying, and supports the claim that people who make ADs often 
ignore the full meaning of the treatments they refuse. On the other hand, it 
strengthens the initiative in the Israeli DPA which mandates the signature, in 
the AD document, of a HCP who has provided an explanation of the 
treatment options that appear in the official AD form. This is one way of 
ensuring that the person who prepares an AD understands the different 
treatments that they will be refusing or demanding (see Box 1, page 12) (The 
Dying Patient Act, 2005). 
2.3.1.2 Reasons and motivations for making an AD  
Among the parameters associated with making an AD were: older age; 
having a terminal illness (Douglas and Brown, 2002; Sittisombut, Love and 
Sitthi-Amorn, 2005); and multiple hospitalisations (Douglas and Brown, 2002). 
Stated motivations of participants for having an AD were: to make EoL 
decisions easier for relatives; to abstain from life-support measures (Douglas 
and Brown, 2002; Duke, Thompson and Hastie, 2007); to provide choices for 
relatives; to reduce potential conflicts and guilt of relatives; to expose patients' 
wishes to their relatives; and to improve the odds that those wishes will 
eventually be fulfilled (Douglas and Brown, 2002). Advance directives 
UHIOHFWHG SDWLHQWV¶ QHHG WR WDNH SDUW LQ GHFLVLRQ-making regarding their own 
care (Justin, 1990; Pautex, Herrmann and Zulian, 2008). Having said that, 
Sahm, Will and Hommel (2005b) examined AD holders' views regarding how 
binding ADs should be. Interestingly, many participants preferred ADs to be 
considered by relatives and HCPs as guidance rather than as orders; they 
wished them to be examined in the context of the patients' actual situations, 
and not to be too rigidly fulfilled 'by the letter' (Sahm et al., 2005b). 
2.3.1.3 Assistance and sharing the fact of having an AD  
One study was found in Germany, by Becker et al. (2010), which looked at 
resources used by patients to assist them in making an AD. It discovered that 
health care professionals are least used as resources, while lawyers and 
relatives are the most addressed (Becker et al., 2010). This finding is 
reinforced by descriptive data from other studies showing that patients share 
information about their AD with physicians much less than with relatives 
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(twofold to fourfold in different studies) (Becker et al., 2010; Douglas and 
Brown, 2002; Justin, 1990; Llovera, Mandel, Ryan et al., 1997; Sulmasy et al., 
1998; Thorevska et al., 2005). This may partially explain the finding which 
appeared extensively, that HCPs are often unaware that their patients have 
an AD (Becker et al., 2010; Douglas and Brown, 2002; Justin, 1990; Sulmasy 
et al., 1998). In a more focused perspective, WKH-XVWLQ¶VVWXG\(1990) found 
WKDWILOOLQJLQDQ$'IRUPZDVGLIIHUHQWZKHQWKHSDWLHQWZDVQHZWRWKH*3¶V
surgery from when the patient had known the GP for a longer time. The 
encounter around the AD stimulated less conversation for new patients than 
IRU WKH *3V¶ PRUH YHWHUDQ SDWLHQWV (Justin, 1990). This may suggest that 
sharing the fact of having an AD and the depth of the conversation regarding 
SDWLHQWV¶ (R/ wishes may be related to patients' perceptions of their 
physicians' accessibility to such communication, which may depend upon a 
reliable relationship between both parties. On the other hand, it may be 
argued that physicians should explore the wishes of a patient who is new to 
them, and whose needs they know less well than those of a more veteran 
patient in their clinic.   
In most studies that looked at the content of ADs or the expectations of their 
holders, participants preferred palliative care over life-prolonging measures 
(Nishimura et al., 2007; Sahm et al., 2005b; Sloan, 1990; Upadya et al., 
2002). Nishimura et al. (2007) analysed retrospectively the AD documents of 
nearly 500 patients who had died in MD Anderson hospital, and found that 
people generally objected to life-support measures more as a general 
statement, without specifying which life-saving measure they objected to 
(Nishimura et al., 2007). This finding may strengthen the worrying finding that 
some of those who make an AD do not exactly understand what treatments 
they are refusing and the implications of their refusal (Thorevska et al., 2005), 
which may question the validity of an AD. 
2.3.1.4 The predictability of patients' EoL wishes 
One of the remaining critiques about ADs and their validity is that HCPs and 
VXUURJDWH GHFLVLRQPDNHUV DUH XQDEOH WR VWDQG LQ WKH SDWLHQW¶V VKRHVDQG
accurately predict or state these patients' preferences for EoL care. Some 
studies have tried to measure the accuracy of predictions by HCPs and 
surrogate decision makers of their patient/patient-relative's wishes for such 
30 
 
WLPH DV WKH SDWLHQWV¶ FDSDFLW\ ZDV ORVW (Coppola, Ditto, Danks et al., 2001; 
Druley, Ditto, Moore et al., 1993; Sulmasy et al., 1998; Uhlmann, Pearlman 
and Cain, 1988; Zettel-Watson, Ditto, Danks et al., 2008). Some studies 
found that the correlation was no higher than that of pure chance (Uhlmann et 
al., 1988), while others found over 66% accuracy (Sulmasy et al., 1998; 
Zettel-Watson et al., 2008). Yet there is great variability between these 
studies in terms of illnesses, health conditions and age, among other factors, 
therefore these findings cannot be compared. Studies comparing the 
DFFXUDF\RI+&3V¶SUHGLFWLRQVDQGWKRVHRIVXUURJDWHVIRXQGKLJKHUDFFXUDF\
with the surrogates (Coppola et al., 2001; Uhlmann et al., 1988). Gender 
difference was also found between women-surrogates and men-surrogates in 
couples, in favour of women, which was explained by women's higher 
sensitivity to their husbands than vice versa (Zettel-Watson et al., 2008). 
Another finding that was inconsistent, both with HCPs and surrogate decision 
makers, was the added effect of ADs on the accuracy of predictions. Barrio-
Cantalejo, Molina-Ruiz, Simon-Lorda et al. (2009) found that an AD improved 
VXUURJDWHV¶ DFFXUDF\ DQG WKDW GLVFXVVLRQ RQ WKH $' IXUWKHU LPSURYHG
accuracy. However Sulmasy et al. (1998) did not find ADs to have a 
significant effect on the accuracy of surrogates' predictions of their patient-
UHODWLYHV¶ (R/ ZLVKHV 5HJDUGLQJ +&3V WKH PRVW LQIOXHQWLDO SDUDPHWHU RQ
accuracy was their experience in performing discussions regarding life-
sustaining treatments (Druley et al., 1993; Sulmasy et al., 1998).  
To conclude, accuracy in predicting patients' EoL care wishes seems limited 
and problematic when considering surrogacy for EoL care, although 
FRPPXQLFDWLRQ LPSURYHG WKH DELOLW\ RI RWKHUV WR JUDVS SDWLHQWV¶ ZLVKHV IRU
their EoL care, especially when surrogates were women. 
2.3.1.5 Attitudes and cultural differences in relation to ADs 
Studies which looked at cultural issues related to ADs either compared 
countries (such as Ivo, Younsuck, Ho et al., 2012), who looked at Japan, 
China and Korea), or focused on minorities in a specific country, such as 
McAdam, Stotts, Padilla et al. (2005) who looked at Filipino-Americans. Some 
studies have elucidated cultural influences regarding EoL decisions (see 
Sittisombut et al., 2005; West and Hollis, 2012), while others found 
insignificant effects of ethnicity (Ko and Lee, 2009). To add to Ko and Lee's 
31 
 
(2009) perspective, some studies identified an effect of global 
"westernisation" (Ivo et al., 2012), and of "acculturation" of minorities, 
meaning their cultural merging into their new communities in new countries 
(McAdam et al., 2005). Although cultures are still influential in many countries, 
there seems to be a growing blur between cultures, and the effects of culture 
seem to be gradually diminishing in the face of modern "globalisation". This is 
not to say that cultural sensitivity is not important, but that sensitivity is 
likewise needed to prevent one from prejudicially looking at patients as 
obviously part of their "ethnic culture".   
To summarise, the evidence concerning patients' perspectives includes both 
patients' motivations for making an AD and the content of their wishes. It 
shows a low level of knowledge regarding ADs, even among AD-holders; a 
low level of sharing ADs with relatives and HCPs; and low correlation 
between patients and their relatives and or HCPs in terms of patients' EoL 
preferences. 
2.3.2 Health professionals' perspectives: A review of research  
+HDOWK FDUH SURIHVVLRQDOV¶ SHUVSHctives included physicians, nurses and 
social workers. No work was identified regarding psychologists and ADs. 
Over 50 studies related at least in part to HCPs (29 included physicians, 33 
included nurses, 5 included social workers, with some studies including more 
than one discipline). The studies were dated 1988 to 2012. Participants were 
RIWHQ IURPFRPPXQLW\ VHWWLQJV LH QXUVLQJKRPHVRU*3V¶ VXUJHULHV VRPH
were from acute hospital settings such as: departments of general medicine, 
intensive care units and surgical units; a few were oncology and/or hospice-
related HCPs. Participants' exposure to EoL was varied. 
Most studies were surveys, using mainly self-report or structured 
questionnaires. Yet there were a few qualitative studies (example: Lang-
Welzenbach, Fasching and Vollmann, 2005) and some interventional studies, 
especially those which related to education regarding ADs (example: Thayer, 
1997). The majority were conducted in the USA (38), others in Korea (2), 
Thailand (1), Germany (2), Sweden (1), Ireland (1), Austria (1), China (1), 
Canada (2) and Israel (3).  
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Professionals' perspectives showed three broad constituents: Knowledge, 
attitudes and experience (or behaviour), which were not always completely 
distinguishable from each other. The main themes of each of the three topics 
are listed in Table 2 (below) and some will be further elaborated on. 
Table 2: Professionals' knowledge, attitudes and experience related to 
ADs ± the main themes that appear in literature  
Knowledge  Attitudes Experience 
x (QG-RI-OLIHFDUH 
x $GYDQFHGLUHFWLYHV
$'V 
x 'RFXPHQWVRI$'V 
x 7KHUHODWHGODZ 
x $YDLODEOHUHOHYDQW
UHVRXUFHV 
x 6XSSRUWLYH
FRPPXQLFDWLRQ 
x 6WDWHDQGSURIHVVLRQDO
SROLFLHV 
x 6HOI-SHUFHSWLRQ?SHUVRQDO
WUDLWV 
x 3URIHVVLRQDOUROH
SHUFHSWLRQ 
x 3HUFHSWLRQRIRZQ
SUHSDUHGQHVVWRGLVFXVV
$'V 
x $WWLWXGHVWRZDUGV$'V 
x &RPPXQLFDWLRQ 
x ,QWHU-GLVFLSOLQDU\
FROODERUDWLRQ	
VXSSRUW 
x 3UHYLRXVH[SHULHQFH
ZLWK$'V 
x .QRZLQJSDWLHQWV

ZLVKHV 
2.3.2.1 Health care professionals' knowledge and knowledge 
needs 
Knowledge was mostly related to ethical, legal and other aspects of care at 
end-of-life, and evidence elucidated barriers to and gaps in that knowledge 
(Bentur, 2008; Marchand, Fowler and Kokanovic, 2006; Richter, Eisemann 
and Zgonnikova, 2001). In order to overcome these barriers, participants in 
some studies expected that in medicine, nursing and social work, learning 
about end-of-life should be part of the basic curricula, as well as of continuous 
education (Bentur, 2008; Lipson, Hausman, Higgins et al., 2004; Thompson, 
Barbour and Schwartz, 2003). It was suggested by researchers that 
communication about advance care plans (ACPs), should be through 
experiential learning and not based only on theoretical knowledge (Bentur, 
2008; Bergman-Evans, Kuhnel, McNitt et al., 2008; Kane, Hamlin and 
Hawkins, 2004; Lacey, 2006; Lipson et al., 2004). This is congruent with 
findings showing that experience promotes a positive attitude to ADs whereas 
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inexperience provokes an avoidance of the subject (Bentur, 2008; Lipson et 
al., 2004; Schiff et al., 2006). Another reported potential barrier to making or 
discussing ADs was lacking knowledge of formalities, such as: lack of 
familiarity with AD documents, with the signing procedure and with policies 
(Bentur, 2008; Lipson et al., 2004; Schiff et al., 2006).  
2.3.2.2 Attitudes and views regarding ADs among health care 
professionals 
Most studies used pre-prepared scenarios in self-reported questionnaires in 
order to discover professionals' attitudes (see Carmel, Werner and 
Ziedenberg, 2007; Kim and Lee, 2003; Richter et al., 2001; Thompson et al., 
2003). Overall evidence shows more positive than negative attitudes towards 
ADs in studies. Advance directives are often described by HCPs as useful 
(term used in Bergman-Evans et al., 2008; Schiff et al., 2006; Sittisombut, 
Maxwell, Love et al., 2009) and more specifically in Israel they were positively 
described as 'legalisers
RI µdo not resuscitate (DNR)¶RUGHUV(Bentur, 2008). 
Advance directives are viewed by HCPs largely as promoters of conversation 
about EoL care, allowing patients' wishes to be honoured and helping to 
inform relatives of those wishes (Schiff et al., 2006; Steinhauser, Christakis, 
Clipp et al., 2000; Thompson et al., 2003). Some physicians prefer partly 
accurate or vague ADs rather than none at all because this guidance enables 
them to respect patients' wishes (Barbour, Schwartz and Thompson, 2003; 
Bentur, 2008).  
Yet not all attitudes are favourable of ADs. A recent review of evidence 
regarding physicians' attitudes toward the concept of ADs shows that the 
main barriers to ADs as viewed by physicians were: cultural, where ADs 
were perceived foreign to the local culture, and where family is considered 
very influential on patients' health decisions (Sittisombut et al., 2009); legal, 
fear of litigation; religious or moral, where ADs were perceived as breaching 
the sanctity of life or as allowing euthanasia (Coleman, 2012). In addition, 
critiques of ADs include ethical aspects such as: deciding in health for a 
future state of illness, although the tendency of human beings is to change 
their minds (Bentur, 2008; Lipson et al., 2004; Schiff et al., 2006; Thompson 
et al., 2003). A reactive view to the latter critique suggested that AD forms 
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need to be re-evaluated periodically to concord better with patients' changing 
wishes (Bergman-Evans et al., 2008; Cohen-Mansfield and Lipson, 2008). 
Another critique of ADs was the potential coercion of patients by pressure 
from relatives, which was expressed by 75% of physicians in two studies 
(Schiff et al., 2006; Thompson et al., 2003). 
Some of the studies asked about participants' attitudes towards personally 
holding ADs. In a Korean study, 90% of the nurses reported that they would 
have rejected life-sustaining treatments in the event similar to the scenario 
described in the questionnaire (Kim and Lee, 2003), and in one study in the 
USA, 36% of the nurses stated that they had made their own ADs (Lipson et 
al., 2004) which reflects a positive attitude toward the concept of ADs. 
2YHUDOO WKHUH VHHPV WR EH FRUUHODWLRQ EHWZHHQ SURIHVVLRQDOV¶ ZRUOG YLHZV
and their behaviour: accepting death as part of life was found to correlate with 
an openness to discuss patients' concerns (Black, 2007; Kim and Lee, 2003), 
whereas perceiving death as taboo was related to fear, anxiety and health 
care professionals¶ avoidance of communicating about ADs (Bentur, 2008; 
Black, 2007; Kane et al., 2004).  
How physicians perceive their role regarding ADs?  
Physicians' role perception regarding ADs extends from rejecting an active 
role related to ADs (Bentur, 2008; Coleman, 2012) to a perceived obligation 
to participate in them (Bergman-Evans et al., 2008; Cohen-Mansfield and 
Lipson, 2008). Some physicians maintain that their role is to focus on 
resuscitations and maintaining life, and not on refraining from treatment 
(Bentur, 2008). Others lack compliance with patient wishes due to a 
professional paternalistic culture (Coleman, 2012; Richter et al., 2001), which 
seems to be gradually fading away with the younger generation of physicians, 
when compared with the older generation (Richter et al., 2001). Another 
barrier to taking an active role in processes related to ADs is lack of 
confidence in communication skills; a sense of lack of guidelines which led 
HCPs to feel uncomfortable with AD conversations (Bentur, 2008); and 
hesitation to discuss ADs until patients raised the subject (Almack, Cox, 
Moghaddam et al., 2012). However, overall, most physicians reported giving 
priority to patients' EoL wishes DQG UHVSHFWLQJ SDWLHQWV¶ $' GRFXPHQWV 
(Bentur, 2008; Carmel et al., 2007; Coleman, 2012; Schiff et al., 2006). 
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Nurses and social workers' role perception regarding ADs 
Looking at nurses and social workers specifically, their perceived confidence 
in their own knowledge was a significant predictor of discussing ADs with 
patients (Lipson et al., 2004). In a qualitative study of nurses and social 
workers, the perceived role of nurses was to clearly depict details of the 
medical procedures that could be provided ('a tube down the throat') whereas 
the perceived role of social workers was to help find out the significance of 
decisions at end-of-life and how treatment could affect life (Black, 2006). In 
both professions there are HCPs who are involved in AD discussion in some 
places, and their involvement seems to be accepted by fellow-physicians  
(Bentur, 2008; Kane et al., 2004; Lacey, 2006). Yet it is not clear to what 
extent nurses and social workers take part in discussing and exposing 
patients to the option of ADs, and more specifically in Israel this information is 
missing. 
2.3.2.3 Experience and behaviour regarding ADs 
The experience of HCPs could be based on their own actions regarding ADs 
as well as on the way that ADs are handled by their colleagues in their 
professional setting. Findings of various studies have revealed that +&3V¶ 
experience with ADs was diverse in various studies. For example, 81% 
(583/719) of nurses in Ohio selected randomly from the registry of nurses 
said that they had experience with ADs (Lipson et al., 2004); 56% (454/811) 
of the UK geriatricians had cared for patients who had ADs and of those, 62% 
(280/454) had cared for patients while ADs took effect (Schiff et al., 2006). 
Looking at the few relevant studies in Israel (Bentur, 2008; Carmel et al., 
2007), the exposure of HCPs to ADs is unknown and should be explored.  
The initiation of discussion about ADs is one aspect of experience which 
varied in different studies. Some professionals initiate a discussion on ADs or 
see it as an opportunity to discuss ACP (Bergman-Evans et al., 2008; Black, 
2006; Schiff et al., 2006; Thompson et al., 2003); others leave it mostly to the 
patientV¶ initiative (Almack et al., 2012).  
Some studies reveal that HCPs experience discussion of ADs as difficult, due 
to the heavy emotional burden related to bringing up the issue (Bentur, 2008; 
Bergman-Evans et al., 2008) and due to time constrains that hinder long 
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conversations (Bentur, 2008; Bergman-Evans et al., 2008; Black, 2006; Ryan 
and Jezewski, 2012; Schiff et al., 2006), even with physicians who view those 
conversations as valuable (Schiff et al., 2006).  
Richter et al. (2001) found that role-perception also played a part in behaviour 
related to ADs. In non-authoritarian medical settings there was correlation 
EHWZHHQ SK\VLFLDQV¶ DZDUHQHVV RI WKHLU patients' wishes, and the medical 
treatment they provided to these patients. Yet in more authoritarian medical 
settings, physicians are less likely to take account of their patients' wishes 
and tend to use much more invasive, high-technology life-sustaining 
measures. Among the countries investigated, non-authoritarian settings were 
found most prominently in Sweden, less in Germany and least in Russia 
(Richter et al., 2001). 
Cohen-Mansfield and Lipson (2008) examined the impact of ADs on care in 
real EoL situations E\ FRPSDULQJ SK\VLFLDQV¶ VHOI-reports and summaries of 
actions with residents' documentation in a care home in the USA. The 
researchers suggested that complex issues such as withholding treatments 
and acute hospitalisation at EoL could better be examined in a real-life 
context. They discovered, for example, that at night timHSK\VLFLDQVZHUHµRQ
FDOO¶ from a distance, and did not hold all the information UHJDUGLQJSDWLHQWV¶
ADs (Cohen-Mansfield and Lipson, 2008). It was the only study that I found 
where a variety of reasons for mismatch between directives and treatment 
decisions in real-life occurrences could be unveiled. 
This section reviewed some of the evidence related to professionals' 
perspectives surrounding ADs, showing great variance of skills, experiences, 
knowledge and perceptions. Some of the findings were contradictory. There 
are some indications of gaps between different countries or disciplines which 
may be valuable for regional and global policy-makers and for the 
development of education strategies and programmes. Most of the studies 
are self-report ones, therefore a study such as that of Cohen-Mansfield and 
Lipson (2008) which compared actual occurrences with self-report, adds 
value to the understanding of barriers and problems of using ADs. The 
general impression from this overview is that there is an interaction and 
dependency between knowledge, attitudes and behaviour, each affecting the 
others.  
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2.4 Gaps in the available evidence relating to ADs 
Most research focused on one target group; very few looked at the whole 
system and included all stakeholders. Only one study in Israel (Bentur, 2008) 
was found which looked directly into ADs, and it may serve as a probe to 
health care professionals¶ perspectives on ADs. In that study, Bentur (2008) 
recommended: a wider data collection, that will include other disciplines, and 
other medical specialisation related to LTCs; gathering more quantifiable data 
and moving further away in time from the enactment of the DPA, in order to 
learn about experience with and awareness of ADs, in a way that will enable 
education and policy to be informed. 
It is important to understand the meaning of ADs for people with LTCs, 
through a variety of perspectives such as those of patients, family and HCPs, 
because all are fundamental to the execution of ADs. In Israel, in particular, 
no attempt has yet been made to view the phenomenon of ADs from such a 
variety of perspectives simultaneously: holders of ADs and relatives; 
perspectives of patients and of their professional carers; ADs made in health 
and in illness; looking at ADs as a process rather than an event.  
There are four major lacunae in the available evidence: (1) researchers often 
use theoretical scenarios; (2) research rarely looks at people who are at their 
EoL; (3) most evidence is based on self-report questionnaires; (4) evidence 
regarding Israel is thin. The proposed research aims to fill this gap.  
At this point in time, when palliative care is planned to span to all LTCs in 
Israel, and where ADs are legal, a unique opportunity has been presented to 
learn from the experience of people who have made ADs, and also to map 
out the knowledge and attitudes of HCPs who are supposed to educate, 
discuss, support and execute those ADs. I anticipated that the picture drawn 
from gathering the multitude of perspectives of all stakeholders may help to 
discover gaps that need to be filled in the near future in order to make ADs 
work in favour of individuals' best interests. 
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2.5 Overall aim of this study 
The overall aim of this study was to examine from a variety of perspectives, 
i.e. patients, relatives and HCPs, the experiences, beliefs and practices 
associated with the use of ADs in Israel, with a view to understanding their 
role in the lives of patients with palliative care needs, towards the end of life. 
2.5.1 Objectives 
x To learn from people with LTC who are nearing death, the experiences, 
beliefs, values, and needs that led them to make ADs.  
x To discover what influenced changes in the content of people's ADs over 
time. 
x To identify the expectations patients have relating to their AD. 
x To explore the extent to which these expectations are met by their formal 
and informal carers during the delivery of care towards and at the end of 
life. 
x To examine the potential contribution that ADs have, in the palliative care 
of people with LTCs, from the perspective of their family carers and 
physicians. 
x To examine HCPV¶NQRZOHGJH, attitudes and experiences relating to ADs, 
as well as their perceived role in the process of making ADs. 
2.6 Conclusion 
The above review of the literature has provided a historical view on the 
emergence of ADs, as well as an overview of the variety of publication around 
this issue. It also guided the reader through the available evidence, focusing 
mainly on patients' perspectives and those of HCPs, and pointed out some of 
the gaps that the present study aimed to fill. The next chapter will deal with 
methodological aspects and the design of the research itself.  
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CHAPTER 3: METHODOLOGY 
3.1 Introduction 
This chapter will describe the design of the research, which examined (from a 
variety of perspectives), the experiences, beliefs and practices associated with 
the use of advance directives (ADs) in Israel. In this chapter, the research 
question will be associated to both ontological and epistemological 
perspectives regarding the social world, as well as to suitable methodological 
concepts and research tools.  
The study was planned as a mixed methods design in two phases. One 
(major) phase took the form of a patient-centred multiple-case study. The 
other (minor) was a survey of health care professionals (HCPs) who care for 
people with long term conditions (LTCs), about their professional experiences 
concerning ADs (Figure 3, below). 
Figure 3: Overview of the study design 
  
This chapter firstly addresses some basic philosophical questions, to set the 
theoretical grounds and legitimacy for my project. This is followed by a section 
describing the planned design and rationale for each of the two phases, 
supported by methodological literature. Data collection follows, focusing 
particularly on the various challenges and the decisions taken to address 
them. Final sections address issues of reflexivity and data-analysis strategies.  
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3.2 µWorldviews¶ for studying advance directives 
Exploring the meaning of ADs in depth entails engaging in a phenomenon that 
exists, first and utmosWDVDQLGHDLQSHRSOH¶VPLQGVDVHWRIYDOXHVWKRXJKWV
and meanings that people hope will be influential in their real lives, toward 
end-of-life (EoL). Advance directiveVH[LVWLQSHRSOH¶VPLQGVEXWWKH\DUHDOVR
represented externally by legal and other documents, and more importantly 
they exist to guide behaviour and to act on health-related decisions in real life. 
Thus, an exploration of ADs stems from a theoretical perspective that accepts 
ERWKWKHSK\VLFDOZRUOGDQGWKHLQQHUPLQGDVµUHDO¶HQWLWLes that interact with 
HDFKRWKHU ³LQDVLQJOH UHDOZRUOG´ (Maxwell, 2012: 16). As such, ADs are a 
social construction, and studying their meaning is best suited to research 
established on paradigms that are aimed to understand social life.  
Creswell (2009) discusses four worldviews7 to explain social research: 
postpositivism, constructivism, advocacy/participatory and pragmatism. 
Pragmatism is focused on research problems rather than on methods, and 
therefore is not committed to one specific theory or method. Such a liberal 
approach to research makes pragmatism suitable for mixed-methods research 
(Creswell, 2009). Pragmatists view the social world as based on social 
LQWHUDFWLRQDQGWKHUHIRUHRQLQWHUSUHWDWLRQWKDWPD\QRWEHµREMHFWLYH¶RUµWUXH¶
but subjective and relative (Benton and Craib, 2001). Generally, this worldview 
represents my view that a single theory cannot give complete answers to the 
ontological question, µWhat is there in the world?¶LQUHJDUd to ADs and to the 
epistemological question, µHow do we know what is there?¶ (Maxwell, 2012), 
HVSHFLDOO\GXHWRWKHIDFWWKDWµtKHUH¶ may refer to people¶V minds. 
My study draws on elements from several philosophical worldviews because 
all provide partial, but none a completely acceptable framework to support it. 
In this respect I follow the pragmatic worldview, accepting that: 
x An $'LVDµFRPSOH[PXOWLIDFHWHGVRFLDOFRQVWUXFWLRQ¶(Creswell, 2009) that 
ZDVQRWµWKHUH¶VRPHGHFDGHVDJREXWZDVLQYHQWHGE\KXPDQEHLQJV 
x Once constructed, this phenomenon becomes real, in the sense that it is a 
driving force to behaviour (Maxwell, 2012).  
                                          
7 Also called paradigms, ontologies and otherwise by various researchers, meaning a general 
YLHZDERXWµZKDWLVLQWKHZRUOG¶LQRUGHUWRJXLGHZD\VWROHDUQDERXWLW&UHVZHOO
Maxwell, 2012). Some writers refer to both ontologies and epistemologies when they use 
this term.  
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x An interaction between varied perspectives on reality (or multiple realities) 
is so complex that it cannot represent one global truth (Maxwell, 2012).  
x Although participants share their views honestly as being true to them at 
the moment of sharing, they are not absolute truths even then, but a 
summary of complex influencing factors within and outside of them. Paul 
5RFN XVHV WKH WHUP µDXWKHQWLFLW\¶ (in Benton and Craib, 2001: 87) to 
describe such honest sharing. 
x Social knowledge is relative to time, place and other influences, and is 
therefore local and mortal (Benton and Craib, 2001; Maxwell, 2012; 
Spencer, Ritchie, Lewis et al., 2003).  
x 3HRSOH¶VH[SHULHQFHVDUHYDULHGDQGVRDUHWKHLUYDOXHVDQGSUHIHUHQFHV
Interpretations given to one event by two individuals can sometimes be 
contradictory (Brock, 1993). Human social life differs from natural facts in 
its unpredictability (Benton and Craib, 2001). Therefore, understanding 
complexity is based not only on accepting diversity but also on actively 
ORRNLQJ IRU LW UDWKHU WKDQ ORRNLQJ IRU FDWHJRULHV JURXSV RU ³LGHDO W\SHV´8 
(Benton and Craib, 2001; Murphy and Dingwall, 2003; Walter, 1994).  
x Interpretation is a legitimate research tool when looking to expand insight 
into a social phenomenon (Creswell, 2009; Maxwell, 2012; Stake, 1995), 
IRU H[DPSOH $'V EHFDXVH VXFK LQVLJKW HQWDLOV µDFFHVVLQJ WKH PLQGV RI
others9¶ ,Q RUGHU WR REWDLQ D FORVHU ORRN DW WKLV SKHQRPHQRQ JRRG
communication between the participants and the researcher is essential. 
Yet communication is subjected to a twofold transformation: the 
constructions made by the participant while trying to articulate emotions 
and thoughts to the researcher, and the inevitable interpretation of the 
researcheUZKLOHWU\LQJWRXQGHUVWDQGWKHSDUWLFLSDQW¶VZRUOG(Murphy and 
Dingwall, 2003). 
x Local realities may be un-generalizable (externally - to other settings, or 
internally ± to others within the setting that did not participate in the 
research) (Maxwell, 2012), yet they are nevertheless evidence, and they 
can be used as a source for critique, insight and learning by others who 
are external to the particular setting, being aware of the similarities and 
differences between both the research setting and their own.  
                                          
8 ³,GHDOW\SHV´± termed by Max Weber, meaning: shared characteristics that can construct a 
generalizing idea of a group based on common values and practical thoughts, disregarding 
emotions and traditions (socialsciencedictionary.com). 
9 µ$FFHVVLQJ WKHPLQGVRIRWKHUV¶ LH DFFHVVLQJSHRSOH¶V DFFRXQWV UHIOHFWLRQVSHUVSHFWLYHV
and thoughts. 
42 
 
The aim of phase one, which is the core of my project, is to expand the 
understanding about the variety of influences and motivations in going through 
the process of creating ADs, anG WR HQOLJKWHQ PRUH DVSHFWV RI µFXOWXUDO
FRQWLJXLW\¶10 relating to EoL (Maxwell, 2012) by searching for diversity 
(Creswell, 2009). Phase two complements the first by showing the views 
regarding ADs in the health system, in the local setting of Israel today. 
3.3 Methodology 
There are several types of research designs which DUHUHOHYDQWWRP\SURMHFW¶V
aim, most notably: case study, phenomenology and mixed methods (Creswell, 
2009). The study used a pragmatic mixed-method design, combining a major 
qualitative phase using multiple case studies with a minor quantitative phase 
using a questionnaire. This type of mixed methods is often termed: 
³48$/TXDQ´11 (Morse, 2003). 
Mixing methods in research is not new, but in the last few decades attempts 
have been made to establish the principles of what has become, as some 
would claim, the µthird paradigm¶ after the positivist and interpretive paradigms 
(Alpert, 2010). Pragmatists claim that social phenomena often hold 
simultaneously quantitative and qualitative traits, and therefore the 
methodology should be able to answer the research questions rather than 
reflect a specific paradigm rigidly (Alpert, 2010). My project was pragmatic, 
and to appropriately answer its questions I drew inspiration from several 
methodological perspectives: it is mostly influenced by a phenomenological 
interest in the topic under investigation and in-depth exploration of its meaning 
for individuals who created ADs, as well as for others around them (Cohen, 
Kahn and Steeves, 2000a); its key structure is multiple-case study design (in 
the qualitative spirit of Stake, 1995), trying to explore a common issue from a 
variety of perspectives (Payne, 2007). It also uses more than one strategy to 
collect data, which is viewed as promoting the understanding of complex 
phenomena, and thus answers the definition of a mixed-method design 
(Creswell, 2009; Newman, Ridenour, Newman et al., 2003). All three types 
                                          
10 µ&XOWXUDO FRQWLJXLW\¶ 5HODWLRQVKLS WKDW LV ³DVVRFLDWHG RQ VROLGDULW\ RI GLIIHUence and 
FRPSOHPHQWDULW\UDWKHUWKDQVLPLODULW\´0D[ZHOO 
 
11 µQUAL¶ TXDOLWDWLYHSURMHFWµquan¶ TXDQWLWDWLYHSURMHFWµ+¶ indicates that the projects are 
held simultaneously; uppercase indicates the major project (Morse, 2003). 
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support an understanding which leans on interpretation and on multiple 
realities; an understanding that is relative to time and place, and therefore 
prone to change. All of them allow the examination of complex phenomena, 
which is the intention of my study. Additionally, this study is centred on AD 
holders and as such may be able to give µvoice¶ to a pioneering minority which 
is not as yet identified as a group but which may be µdisenfranchised¶HYHQLI
not oppressed (Creswell, 2009: 9). Therefore this study may possess an 
underpinning advocacy worldview µflavour¶ although it is not expressed in the 
methodology or the design (Creswell, 2009).  
Mixing research methods aims to validate phenomena, by triangulating 
findings, but also to complement findings and information, and to expand 
knowledge that is accumulated from various sources (Alpert, 2010). The 
exploration of experiences, values and practices related to ADs is often better 
answered by qualitative research tools, which are frequently used in palliative 
care research (Payne, 2007). However, in the setting of my study, learning 
how ADs are viewed and understood by a larger sample of HCPs in Israel was 
viewed as complementary to an investigation around AD holders. The 
approaches were selected because they seemed appropriate for the specific 
aspects of investigation (Alpert, 2010; Creswell, 2009; Denscombe, 1998). 
3.4 The methods of data collection 
3.4.1 The design 
The study was designed in two phases. One phase took the form of a patient-
centred multiple-case study. The other was a survey of HCPs (see Figure 3, 
page 39). Due to the differences between the two phases, the planned design 
and the actual process of each of the two phases are described separately 
(see flow chart in Figure 4 next page). Following these, various challenges of 
the actual data collection and their resolutions will be discussed. Lastly, the 
data analysis of each phase is described: 
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Figure 4: Mapping the structure of the methods section of the chapter 
 
3.4.1.1 Phase 1 ± Multiple-case study 
3.4.1.1.1 The planned design 
This phase HQJDJHGZLWKSDWLHQWV¶H[periences, supported by additional input 
from others around them, and was aimed at giving an in-depth understanding 
of the use of ADs in palliative care. The plan was to encompass both the 
process over time (retrospectively) and the parties influenced by it. This was 
sought after by favouring in-depth interviews and by focusing on a small 
sample (Denscombe, 1998; Payne, 2007). In order to exploit what can be 
learnt about ADs at end of life and to maximise the perspectives, it seemed 
that by using a collective case study (CS) design, my study could refine 
conceptions about ADs that appear in the literature by revealing variability not 
previously recognised (Stake, 1995). 
Setting 
7KHVWXG\ZDVFRQGXFWHGLQ,VUDHO:LWKWKHDGYDQWDJHRIWKHFRXQWU\¶VVPDOO
size, there were no further geographical limitations.  
Sampling 
It was planned to include between 10 and 15 people with long term conditions 
(LTCs) who had created ADs, as central figures, and around each to include 
relevant stakeholders, preferably forming 10 CSs. The variation that was 
Data analysis 
Phase 1 Phase 2 
Data collection challenges and their resolutions 
Phase 1 Phase 2 
Phase 2 (survey) 
Planned  design Actual  process 
Phase 1 (multiple case study) 
Planned  design Actual  process 
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sought after included religions, religiosity, ages, illnesses, and genders 
(Denscombe, 1998; Mason, 1996; Stake, 1995). 
Inclusion criteria  
Patient-participants had to fit all the criteria below: 
x Being with capacity.  
x Having made advance directives. 
x Having a long term condition. 
x Being at the end stage of their illness at the time of the interview.  
x Being aware of their advanced stage of illness.  
x Accepting audio-taping and the making of written notes during interviews. 
x Signing a consent form. 
Exclusion criteria12 
x Having cognitive disability or extreme emotional distress.  
x Being non-fluent in Hebrew13.  
Recruitment plan 
Patient-participants ± The LILACH14 organisation provided me with access to 
potential patients by agreeing to publish my recruitment letter in the 
RUJDQLVDWLRQ¶VEXOOHWLQ7KHSODQZDVWRUHDFKSHRSOHZKRKDGPDGHWKHLU ADs 
through 'LILACH', calling for those who met the inclusion criteria. If this option 
failed to recruit participants, I planned to approach patients' associations, such 
DVµ$7/6¶WKH01'15 SDWLHQWV¶DVVRFLDWLRQLQ,VUDHO  
Non-patient participants (other stakeholders) were envisioned to be nominated 
by the patient and to participate at their own consent.  
                                          
12 Speech impairment that can make communication limited or difficult was not regarded as 
an absolute exclusion criterion, and was considered individually. 
13 Israel is a state of emigration, and many senior citizens speak Hebrew fluently as a first 
language, although it is not defined as their 'mother tongue'. Therefore the criterion for 
inclusion is oral fluency in Hebrew and not its being the mother tongue.  
14 LILACH - 'live and die with dignity association' in Israel, an association that has promoted 
the concept of ADs since 1987 and gives information and legal advice to its members, but 
also keeps a database of around 10,000 members' updated ADs. 
15 MND (motor neuron disease) is a degenerative condition, which causes gradual paralysis, 
from the lowest parts upwards. When it reaches the respiratory system the person attained 
can be kept alive only on mechanical life support. 
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3.4.1.1.2 The actual design 
Recruitment 
I used the LILACH bulletin at the end of December 2010. About a week later, 
on the 5th of January 2011, an overall 110 applications had been made. The 
dilemmas and challenges are discussed farther. 
Actual inclusion and exclusion criteria 
In reality there was a slight change in the inclusion and exclusion criteria. Due 
to time pressure at the time, it was agreed to add the antecedent of the 
willingness of the caller to nominate a family member and the physician. This 
would not guarantee the willingness of the latter to participate, but it could 
increase the chances of completing CSs. This criterion was applied to the last 
two patients recruited. One physician was on extended leave and could not be 
reached until the end of the data-collection period. Three other exceptions 
were:  
x One participant was included not because of his LTC, which was stable, 
but because he was over 90 years old, and this seemed to be threatening 
his life expectancy more than his cancer. 
x Being at the end stage of their illness at the time of the interview was 
retrospectively found to be inaccurate in one case. It was an advanced but 
stable illness, yet other reasons prevailed to keep the participant in the 
study.  
x Accepting audio-taping and making written notes during interviews was 
rejected by one participant at the last moment, when the interview was 
about to start, and yet the participation was not officially excluded. I wrote 
notes during and after the interview, but compared with the audio-recorded 
ones, the data I have is limited and less accurate. 
Sample 
The achieved sample is presented in Table 3 (next page), and described 
below. 
People with long term conditions who made ADs (labelled hereinafter as 
µSDWLHQWV¶ RU µSDWLHQW-SDUWLFLSDQWV¶ 1XPEHU RI SDWLHQW-participants included, 
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N=10 (6 women, 4 men). Age range: 59 - 90. Marital status: 2 widowed 1 
single and 7 married. Variety of LTCs: Cancer (5 patients); renal insufficiency 
(2 patients); respiratory insufficiency (2 patients); cardiac insufficiency (1 
patient); neurological degeneration (2 patients). Three of the patients had 
multiple LTCs. 
Non-patient participants were nominated by the patients, and were included 
upon both the patient¶V and their own consent. The sample consisted of 
relatives and physicians and in one case a Rabbi. Relatives (N=9: 4 children, 
3 spouses and 1 cousin); Physicians (N=7) included: four who were 
nominated by the patients (3 family physicians and 1 specialist physician) and 
three others who were recruited in other ways. The rational for recruiting 
physicians outside CSs was that four out of ten optional interviews were 
viewed as insufficient. Moreover, it was felt that the medical voice would be 
biased by the fact that the participating physicians were the ones who seemed 
more comfortable with discussing ADs and EoL issues, while the evidence of 
Bentur (2008) showed the discomfort of physicians in communicating with 
patients about these matters (Bentur, 2008). In order to give other µvoices¶D
chance, three medical managers were interviewed, from three different 
inpatient services caring for people with long term conditions, in a large 
hospital where I used to work. Thus, physicians who are based in another 
(inpatient) setting and are quite often exposed to EoL decisions shared their 
experiences regarding ADs. Similarly to the two patients who were not part of 
the CSs and contributed to the sample of patients, these interviews 
contributed to the sample of physicians. 
During the primary conversations with applicants over the phone, neither 
nurses nor lawyers were identified as key figures. Before any interviews had 
started, cases were restructured to comprise: a patient, a relative and a 
physician (Figure 5, page 49). 
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Table 3: Case studies (CSs) ± summary of participants¶ information (participants appear in pseudonyms) 
 
Participating figures  age Profession\ occupation education LTC 
CS1 
 
Patient (Noa)*  >70 Education B.A. Multiple Sclerosis 
Husband (Ben) >70 Administration High school  
Physician (Dr. Yahalom) >50 Medicine  - family physician (GP) MD  
CS2 
 
Patient (Meira) >80 Engineering BSc. Renal failure 
Daughter (Lea) >50 Academia B.A.  
(Physician) ---- Refused by the patient --  
CS3 
 
Patient (Naomi) >50 Academia PhD COPD 
Cousin (Carol) >60 Art B.A.  
Physician (Dr. Barda) >60 Medicine - pneumologist  MD  
CS4 
 
Patient (Yarden) >60 Health care profession B.O.T Colon cancer 
Son (Yagil) >30 Health care profession academic  
Husband (Koby) >60 Administrative High school  
Rabbi (Nakdimon) >50 Clergy Rabbinical studies  
GP (Dr. Shalom) >40 Medicine - GP academic  
CS5 
 
Patient (Omri) >80 Administration Certificate  Multiple LTCs 
Daughter (Vicky) >60 Education M.A.  
Physician --- Refused --  
CS6 
 
Patient (Shelly) >70 Health care profession certificate Colon cancer 
Son (Deckel) >40 Business B.A. +  
Physician --- Refused by the patient --  
CS7 
 
Patient (Dov) >90 Agriculture certificate Prostate cancer + age 
Son (Yoni) >50 Engineering  certificate  
Physician (Dr. Paz) >40 Medicine - GP  medicine  
CS8 
 
Patient (Debby) >60 Retired (printing) High school Renal cancer 
Husband (Alon) >60 Retired (administration) certificate  
Physician  --- Was in a long leave --  
Patient 9 Adam >60 Agriculture High school MND 
Patient 10 Ehud >80 Health care profession  academic Leukaemia + bladder cancer 
Physician Dr Agmon >60 Medicine - neurology medicine  
Physician Dr Azriel >60 Medicine ± general medicine medicine  
Physician Dr Ash >50 Medicine - nephrology medicine  
* Died during the data collection period   
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Yet, in reality, there was inconsistency in the composition of cases, as can be 
seen in Table 3 (page 48). Of the eight case studies formed, three were 
formed according to the plan (comprising a patient, a relative and a physician); 
four included only a patient and a relative; one case included an additional 
participant such as a Rabbi, who was included due to the relevance of his 
LQYROYHPHQWZLWKWKHSDWLHQW¶V$' 
Figure 5: Overview of the qualitative phase - µPXOWLSOH-FDVHVWXG\¶GHVLJQ 
 
Interviews 
Most interviews were one-to-one in-depth interviews. Two included the spouse 
of the participant, and are discussed later. All interviews were semi-structured, 
using open-ended questions, and all but one were audiotaped and transcribed 
YHUEDWLP 0RVW LQWHUYLHZV WRRN SODFH DW SHRSOHV¶ KRmes. Physicians were 
interviewed in their work places (except one home interview). One relative 
was interviewed in a café at her request. 
The duration of the interviews with patients ranged from less than an hour to 
nearly three hours, mostly lasting over an hour and a half. Interview time with 
relatives ranged from between half-an-hour to two hours. The option for more 
than one interview was suggested to patients and to relatives, at the end of 
the interview, but was not realised. Interviews with physicians ranged from 
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half-an-hour to one hour. Interviewing physicians, who were generally very 
busy, demanded extreme flexibility.  
Ethical approval 
The study received the approval of the ethical committee in Israel (application 
number 0188-10 RMB, see Appendix B, page 284)16.  
Ethical issues were addressed and discussed with my supervisors and with 
participants at each and every meeting, to assure that all the ethical aspects 
that were planned were indeed protected. All the participants signed their 
consent to participate, before the interview started, and after having had 
stressed to them the option to refuse or stop the interview at any point, without 
needing to explain anything (see information sheet in Appendix D, page 286). 
At the end of each interview with patients and with relatives, I suggested that if 
the content of the conversation had provoked any distress they should seek 
support. I also invited them to call me if they wanted to discuss any issues 
arising from speaking with me, so that I could signpost to support resources. 
This was addressed in the consent forms as well. At the end of interview, a 
few of the relatives disclosed to me that prior to the meeting they had been a 
bit nervous about meeting me to discuss ADs, but that the conversation, 
although not easy, had actually relieved the burden. 
One participant was concerned that the refusal of his physician to participate 
would influence his participation or harm the research and this caused him 
unnecessary worry. I was able to reassure him that this would not occur. 
Other ethical issues that appeared during the field work are explained later.  
                                          
16 The framework of Integrated Research Application System (IRAS) was used to prepare the 
ethical application. 
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3.4.1.2 Phase 2 ± a survey 
3.4.1.2.1 The planned design 
Sampling 
In this phase the sample criteria consisted of professionals who care for 
people with a variety of LTCs17, in hospitals and in the community, including 
physicians, nurses, social workers and psychologists.  
Recruitment 
It was planned to approach nurses and physicians through professional 
specialist bodies, such as: 'Israeli Neurological Association'; 'Israel Heart 
Society'; 'Israeli Oncology Nursing Society'. This would enable an element of 
control over the number of surveys sent (N) and the percentage of completion. 
Social workers and psychologists who care for non-cancer patients with LTCs 
ZHUHSODQQHGWREHUHFUXLWHGWKURXJKµ70,&+$18¶WKHSDOOLDWLYHFDUHVRFLHW\LQ
Israel). Otherwise, the plan was to recruit an identified list of HCPs who 
worked in the various institutions ± both hospitals and community health 
services ± with the help of key informants. The preliminary concept was that 
once a list was formed, the total number of questionnaires sent (N) would be 
known, to enable the calculation of response rates. The plan was to send the 
questionnaires by post to potential participants according to the lists provided, 
or to provide the questionnaires in pre-paid envelopes to professional bodies, 
WRHQDEOH WKHPWRDYRLG UHYHDOLQJ WKHLUPHPEHUV¶ OLVWV WRPH ,QERWKFDVHV
the plan was to add another pre-paid return envelope.  
Questionnaire 
The questionnaire was based on one made by Schiff et al., used to determine 
JHULDWULFLDQV¶ H[SHULHQFHV RI DQG YLHZV DERXW µOLYLQJ ZLOOV¶ $'V DQG
JHULDWULFLDQV¶YLHZVRQUHODWHGOHJDOFKDQJHVLQWKH0HQWDOCapacity Act in the 
UK (Schiff et al., 2006). The questionnaire items were generally appropriate, it 
was designed, piloted and revised by Schiff et al. (2006), and permission was 
                                          
17 Examples for LTCs considered: Cancer, neuro-degenerative conditions, organ failure (Renal 
/heart /lung). 
18 TMICHA - µVXSSRUW¶LQ+HEUHZ 
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granted from the researcher to adapt it to Hebrew and to the Israeli context. 
The adapted questionnaire included 47 items divided between 7 sections. It 
had three types of questions: (1) closed-ended with one (most applicable) 
answer; (2) closed-ended with the possibility of choosing all the applicable 
answers and adding options; (3) open ended questions. The questions 
covered knowledge, attitudes and experiences related to ADs. 
Linguistic and cultural adaptation 
Beaton, Bombardier, Guillemin et al. (2000) recommended an adaptation of 
both culture and language when a cross-cultural adaptation is required, and 
suggested four distinct processes: (1) translation from the original to the target 
language; (2) reverse translation from the target to the original language; (3) 
an evaluation of the similarity between the original and the reverse-translated 
outcome; and (4) pilot-testing of the translated questionnaire (see Figure 6, 
next page).  
For maximum validity, Beaton et al. (2000) suggested that the processes of 
translation should be done by more than one translator whose first language is 
the target (and later the original) language, and that the versions should be 
compared and GLVFXVVHG WR SURGXFH DQ DJUHHG YHUVLRQ FDOOHG µWKH SUH-final 
YHUVLRQ¶ WKDW RXJKW WR EH WHVWHG RQ -40 participants. These 
recommendations try to ensure accuracy when an identical questionnaire is 
desired, and where the psychometric properties of the questionnaire ± 
whether a psychological test or scale ± need to be maintained (Beaton et al., 
2000). Yet my study used a questionnaire which addressed a different sample 
of participants from that in the original study (Schiff et al., 2006), and therefore 
FRXOG QRW EH LGHQWLFDO QRU FODLP µVDPHQHVV¶ , GUHZ XSRQ 6FKLII HW DO¶V
questionnaire as a foundation and adapted it culturally and linguistically, and 
to a wider variety of health disciplines. I followed the three processes depicted 
above, but adapted them as appropriate in the specific context of my study. 
This adaptation will now be explained in greater detail. 
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Figure 6: Graphic representation of the stages of cross-cultural 
adaptation (Adapted from Beaton et al. (2000)). 
 
The English questionnaire was translated to Hebrew (the target language), 
and some items were changed to fit the Israeli and research settings. For 
H[DPSOH WKH µ0HQWDO &DSDFLW\ $FW¶ GLG QRW KDYH an equivalent in the Israeli 
OHJDOV\VWHPDQGZDVUHSODFHGE\µ7KH'\LQJ3DWLHQW$FW¶ZKLFKGHILQHGDQG
OHJDOLVHG $'V $OVR TXHVWLRQV DERXW µHXWKDQDVLD¶ the act of deliberately 
ending a person's life to relieve suffering DQG µSK\VLFLDQ-DVVLVWHG VXLFLGH¶
(using a medical prescription of a lethal drug to end life) appeared to be 
drifting away from the research topic and were removed altogether; the list of 
religions needed to be adapted locally (the Church of England and Hinduism 
were replaced by Druze); religiosity was added and the names of 
organisations related to ADs in Israel replaced those applicable in UK. 
Another adaptation step related to the specific sample of my project. The 
original questionnaire was directed at physicians, while the target here 
included additional health care disciplines (nurses, social workers and 
psychologists).  
A professional translator whose first language is English prepared the reverse 
translation from Hebrew to English (the original language), without having 
Stage 1 
Translation 
Stage 2 
Backward  
translation 
Stage 3 
evaluation 
Stage 4 
pretesting 
x Evaluation of the process 
x Comparison of original and 
backward translation 
x Focus group to test questionnaire 
x Refining and adding questions 
x Finalising the questionnaire 
x Probing the questionnaire 
x Translation to target language 
x Adaptation of terms to target setting 
x Adaptation of questions to target 
disciplines 
x English first language 
x With no access to the original 
x Work from target language backwards 
x Create backward translation 
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access to the initial questionnaire. The reverse translation was appraised by 
experts in the field who reported that it achieved a similar concept, meaning, 
and fluency and that it would be able to achieve the same responses (Beaton 
et al., 2000). They affirmed that the meaning of the questions and proposed 
categories for answering them remained unchanged, although some of the 
wording was not identical.  
The translated questionnaire was pilot tested on a group of multi-disciplinary 
HCPs who completed the questionnaire and then discussed it with me, 
critiquing it and suggesting how it could be further developed to enhance its 
validity. This was achieved through one focus-group discussion of 
psychologists and nurses (N=5) from oncology and neurology clinical fields; 
two one-to-one discussions (one with a physician (a pulmonologist) and 
another with a social worker from oncology); and one phone conversation with 
a physician (a neurologist). Their feedbacks helped with rewording and adding 
questions, as well as adding options for answers where it seemed appropriate.  
I believe that with all the measures taken, the end result was a questionnaire 
that had greater validity than would have been possible had I constructed one 
entirely on my own, with the resources available in the framework of my 
doctoral research. 
3.4.1.2.2 The actual design 
Recruitment 
In reality, the plan of using professional bodies proved to be unrealistic. 
Professional associations were reluctant to expose their members to surveys, 
apparently due to their abundance. It seems that physicians are inundated 
with surveys and do not respond to postal surveys. Two options were 
considered: one was to use professional links and engage senior nurses to 
give the questionnaire to their multi-disciplinary staff; the second was to use 
the occasion of a national multi-disciplinary conference on palliative care and 
survey this population. It was decided to use the second option because it was 
more feasible and provided an opportunity to access professionals from 
around Israel rather from one locality. Permission was granted by the 
conference committee, and it was agreed that the survey would be advertised 
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in the opening session, when all the participants were located in one hall. In 
the end, this opportunity was missed and participants were approached 
individually.  
The sample 
When I approached participants at the conference, I was not aware whether 
they were HCPs (although most of them were), and if so, which discipline they 
belonged to. The sample eventually included physicians, nurses and social 
workers; however, no psychologists filled in the questionnaire. I am not aware 
whether or not psychologists participated in this conference and if they did, 
how many took part. Eighty five participants were approached and of these, 
77 completed the questionnaire. The detailed description of the sample 
appears in Chapter 7. 
To conclude this section, I presented the planned design of phase 1 (multiple 
case studies) and how it was applied in reality, and also of phase 2 (the 
survey). The next section will highlight the challenges of my data collection, 
and their resolution. 
3.4.2 Data collection process, challenges and resolutions 
Regardless of how well a research is prepared, reality is rarely identical to the 
plan and there is sometimes a need to reconsider options and find suitable 
solutions along the way (Maxwell, 2012). In my study, several such junctures 
were crossed during the data-collection journey. Whenever a problem 
appeared, it required decisions and solutions. This section describes the 
challenges and dilemmas that were raised, and decisions that were made to 
deal with them optimally, based on research ethics and methodology 
literature, and with the guidance of my supervisors. 
3.4.2.1 Reaching for participants ± from nil to all, learning the 
value of patience  
The first attempt to reach out for participants through the LILACH bulletin was 
made in July 2010 (Figure 7, next page). It was expected that people would 
read the announcement and make the first contact with me by phone or e-mail 
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shortly after. The plan was to start collecting data in September. However, by 
August, not a single call and/or e-mail had been received. Searching the 
EXOOHWLQLQ/,/$&+¶VZHEsite to find the advertisement about the study proved 
to be difficult. The original A4 format agreed upon with the LILACH 
committee19 was missing. Instead, a short note measuring 5 x 5 centimetres, 
which was barely noticeable, appeared on page 23. It was assumed that the 
reason that there had been no applications at all was that the notice was not 
visible enough. Yet the bulletin was nonetheless viewed as the best vehicle to 
call for participants, and it was agreed to use it again. This time the original A4 
format was used as a flyer that was attached to, but not part of the bulletin 
(see Appendix C, page 285). 
Figure 7: Pre-interview timeline up to the successful outreach for 
participants 
While reconsidering a repeat publication, the recruitment letter was reworded 
and piloted in order to make it more personal and to make the most of this 
second chance. The publication of the following bulletin was planned for the 
end of December 2010, nearly six months after the first attempt to advertise 
the project. The question was whether to use only the LILACH route, or to use 
other routes of publicity as well. The most problematic issue of all seemed to 
be the entrance of intermediate figures between the researcher and potential 
participants, which was mandatory when using the other sources. This 
interference was undesirable due to the sensitivity of the patients involved 
                                          
19 The agreed A4 format included elements designed to promote confidence for readers: the 
aim of the project, the audience it addressed, the logo of the university and my photo. 
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(Addington-Hall, 2002). The worry was that due to their dependency on carers, 
ill people might be less able to protect their own interests than others, and 
might participate in research as a means of satisfying perceived expectations 
of those carers (Addington-Hall, 2002). To detach consent from the influence 
of carers or unintended pressure, the recruitment was made through the 
LILACH organisation, and by using an opt-in strategy, where the patient-
participant who was interested approached me rather than vice-versa. 
Eventually the LILACH bulletin was used a second time with the changes 
depicted above. This decision provoked anxieties about whether it would be 
successful and involved a period of waiting, but it proved to be effective. 
Following this second issue of the recruitment request, 110 individuals 
contacted me in all, mostly by telephone and some by e-mail  
Due to the limitations of being a lone researcher, and the restricted schedule 
of PhD research, the time gap (over five months) between the two 
announcements (see Figure 7, page 56) could not be wasted on waiting. 
Instead, it was used to prepare the second phase of the study, the survey. 
3.4.2.2 Significant phone calls  
The reaction of callers is reported here because it was surprising and needed 
quick adjustment, and also because it called for an ethical consideration. In 
the planning of the study it was expected that the screening process of the 
applicants would entail short focused conversations. However, in reality calls 
typically lasted 30-45 minutes each. Conversations included answers to my 
questions for inclusion/exclusion and practical purposes. They also included 
additional information from the callers. I was looking for: 
x Personal details (name, age, telephone numbers, and geographic 
location). 
x Screening questions regarding ADs (whether or not they held them, and 
whether family members and/or a physician were involved). 
x A general question about their condition of health, gently trying to 
understand the severity of illness when relevant. 
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Apart from answering the above screening questions, callers seemed open 
and interested in telling their stories. They shared personal and family stories, 
fears and expectations around health and life-threatening illness, disability and 
dignity at the end of life, quality of life and living wills. This content was 
initiated by the callers, which was interesting, moving and very informative. It 
helped the recruitment later and informed the interview schedule. One 
illuminating example of the interest of callers was a woman who called me on 
the second day of calls. She said that her husband had died ten days earlier, 
and that she was very interested in the research, and asked if she could 
participate a month later, to allow her some recuperation. The richness of 
material from the phone conversations would justify a thesis in itself. Yet, 
these calls were made prior to any formal process of informed consent, and 
the aim was to map out the callers for inclusion purposes. Without former 
consent they were not and could not be used as data. Therefore the calls 
were not recorded, but short notes were taken during conversations to help 
when making later decisions as to whom to include/exclude.  
3.4.2.3 Sampling 
Although the extent of applications allowed for purposive sampling, the whole 
sample was only partly dependent on the inclusion criteria, and variability 
could only be sought after in patient-participants. The non-patient participants 
GHSHQGHGRQ WKHSDWLHQW¶VQRPLQDWLRQDQG WKHFRQVHQWRI WKHQRPLQHH7Kis 
was challenging, because relatives and physicians were not as interested in 
taking part in my study as patient-participants. In addition, patient-participants 
were not always comfortable asking their relatives and physicians to take part.  
Another challenge related to the desired number of CSs. The plan was to 
create ten CSs, because this number of cases was viewed as enabling 
diversity (Baker and Edwards, 2012). Qualitative research experts claim that 
the number depends on many factors (Baker and Edwards, 2012). The 
number was restricted by setting and by resources but was aimed: to enable 
sufficiently good evidence to be produced; to enable variety; to include the 
less reachable participants to minimise biases; and to enable depth (Baker 
and Edwards, 2012). Eventually, ten patients were interviewed, and 8 CSs 
were created, some of which were incomplete. Limited time resources and 
personal health factors imposed restraints on further recruitment. However, 
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steps were taken to exhaust all the options of collecting meaningful data, and 
to make changes in the design where possible to maximise the data sources 
and quality. The data that were collected were rich and varied, and enabled a 
considerable contribution to the understanding of ADs.     
Making decisions about including or excluding patients in the 
study  
The large amount of calls suggested a potential for purposive sampling. 
Therefore, callers were asked whether I could call them later, if needed, and 
they usually agreed. Healthy callers were thanked for their interest and 
support, and no further contact was made with them. Having over a hundred 
callers had both benefits and handicaps. The main drawback was that the only 
way to discover whether or not callers met the inclusion criteria in full was by 
conversing with all of them. Yet the efforts were worthwhile, because the 
breadth and the detailed conversations enabled a better choice to provide the 
desired variety.  
Selection of patient-participants 
The four callers, who seemed to be most terminally ill, were the first to be 
recruited. Their interviews were held between mid-January and mid-February. 
This first wave of participants served essentially as a pilot exercise, in the 
sense that this first wave enabled me to refine my on-going sampling 
framework and interview schedule before recruiting further cases. I took the 
time to learn about my skills as an interviewer from each interview. After 
interviewing the first four patients, I chose the next participants in order to 
create a multiplicity of illnesses, ages, and health conditions, aiming for a 
balanced representation of men and women. All the applicants were Jewish, 
although the plan was to represent people from various religions. Religiosity 
was not probed during phone calls, but three callers identified themselves as 
religious, and it was important to represent religious participants in the 
sample. One of the three had a metastatic cancer and was recruited. During 
her interview, I realised that her cancer had been stable for over five years, 
but this did not reduce her awareness of the potential threat to her life. Two 
other callers were identified as facing the last stage of their illness, and were 
included in the sample. From the six who potentially appeared the closest to 
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needing to use ADs, five were women. I focused on the group of male 
applicants for my next recruits, and selected two men in their 80s with a 
multitude of LTCs. The interviews revealed that one was extremely ill and frail, 
and although he managed to maintain independence, he could also be at the 
end of his life at any moment and was well aware of it. The other had refused 
any treatment for his dual malignancy (cancer) but described his quality of life 
as fair. A new participant was included because in the initial phone 
conversation he had described his age (90) as a daily threat to his life and 
well-being, a threat that guided his present life and related decisions. In the 
context of this project it seemed appropriate to relate to very old age as a risk 
factor for EoL issues and decisions, although old age is not an illness.  
Two of the patient-participants were unique as they did not form a case study. 
One proposed that I interview his relatives after his death, because at the time 
of the interview they were described as totally denying the deterioration in his 
health and the threat to his life. He consented to the interview with the 
physician who had communicated with him about his illness and about the 
option of making ADs, but no further contact was made due to reasons of 
personal safety explained below. The other patient did not agree to include 
any of his family members or his physician in this project, saying that they 
were extremely busy and he did not feel comfortable asking them to spend 
time on my study. The content of both interviews is incorporated in my study 
even though they could not form larger CSs. They were added to the group of 
patient-participants.  
Exclusion of patient-participants 
Three callers were excluded during the screening calls, based on exclusion 
criteria listed earlier. One was a man in his late 30s who described himself as 
having complex physical, social, psychiatric and financial problems. Another 
was a woman in her 80s who told me that she had memory impairment. The 
third exclusion was of a woman whom did not perceive herself as cognitively 
impaired, yet had forgotten about her call to me even when I reminded her of 
WKH OHWWHU LQ/,/$&+¶VEXOOHWLQ6KHZDVFRQYLQFHG WKDWVRPHRQHPXVWKDYH
called me without her permission and I had a strong feeling that she had 
memory or cognitive problems. A few weeks later, she called me again, not 
61 
 
remembering that we had already spoken. This only served to further justify 
my prior decision to exclude her.  
3.4.2.4 Interviews 
The aim of the project was to get as close as possible to the moment when 
ADs needed to be carried out (i.e. capacity would be lost as death became 
near). I wanted to look at ADs as a process along a period of time, rather than 
as D µVQDSVKRW¶ RI the µKHUH DQG QRZ¶. I planned to achieve this by asking 
questions retrospectively, about the earliest thoughts of ADs, up to the time of 
the interview when patients were aware that they were approaching death. 
When patients are no longer competent, their viewpoints can no longer be 
accessed through research; it was therefore hoped that if any patient 
participant lost capacity while data collection was in progress, their family 
members participating in my study would be willing to share their experiences 
in another interview. This could further develop the portrait of ADs and deepen 
the understanding of this phenomenon at the very end of life, which was less 
easy to time in my project. Actually, I had two opportunities to be informed 
about such moments. One patient-participant died during the data-collection 
period, and another participant was mechanically ventilated in the emergency 
department in one of her respiratory crises, contradictory to her ADs, and lived 
to tell the story. These examples appear in the findings chapters in greater 
detail. 
Interview structure 
In-depth semi-structured interviews are a means to gather the descriptions 
and interpretations of others about something that cannot be observed and is 
internal to individuals (Mason, 1996; Maxwell, 2012; Stake, 1995). Interviews 
are supported as a way of gathering qualitative data in palliative care in 
general, with sensitivity to problems such as breathlessness which may tire 
the patient or compromise clarity (Payne, 2007). 3HRSOH¶V thoughts and 
preferences regarding ADs could not be observed. Taking into consideration 
the fact that patient-participants and their relatives could be frail and 
exhausted my study was based on a single interview per participant, although 
at least two interviews are usually recommended (Cohen et al., 2000a). 
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Participants were offered a second interview if they wished, but none took up 
my offer.  
As a result of both methodological literature and ethical considerations, a 
preliminary set of etic questions, based on previous literature, was prepared 
as an interview guide for each stakeholder, to guide the first steps of the 
research, and to perhaps stir up some emic issues belonging to those forming 
the case (Denscombe, 1998; Stake, 1995). The interview usually began with a 
question about the start: When did patients first think about making ADs; when 
was the first time that relatives heard about it; and when did physicians 
become aware of the patients¶ ADs. From this question on, every interview 
took a different path that was formed by the replies of each participant and the 
issues that they brought up. The interview guide's questions were used when I 
felt that the interview was approaching its end, and I wanted to be sure that I 
did not overlook something important which had not been discussed. 
Participants shared many life stories to explain their thoughts, fears, 
expectations and needs. However, sensitivity was used to let each interviewee 
recount their unique story as far as seemed relevant to the understanding of 
the context, and their sharing was only interrupted when they drifted too far 
away from the topic, and only at a natural break (Mason, 1996; Payne, 2007; 
Stake, 1995). Payne (2007) thinks that the degree of structure of an interview 
is related to its aim: whether to answer the researcher¶V (etic) agenda, or elicit 
the participant's (emic) agenda (Payne, 2007). The project was intended to 
GLVFRYHU SDUWLFLSDQWV¶ SHUVSHFWLYHV RQ D VSHFLILF WRSLF 7KH SUHOLPLQDU\
questions prepared for the qualitative phase were therefore used as probes to 
further identify HDFKSDUWLFLSDQW¶Vemic issues regarding ADs. They were used 
flexibly, as triggers when needed, but only when necessary, and some were 
changed as the study progressed (Stake, 1995). However, sometimes a 
question was used to focus on ADs or to bring the interviewee back to expand 
further on a point that they had brought up, and about which I wanted to know 
more.  
3DUWLFLSDQWV¶ expressions and terms were used as means to create a common 
language and promote their ability to expand on issues that they had brought 
up and that needed to be further explored. Patients' relatives were invited to 
share their views and experiences with an ill relative who had made an AD, 
and how this had affected themselves, family life and their own priorities. 
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Physicians were interviewed about their experience of communicating with a 
patient/client about ADs, and about the challenges of caring for a dying patient 
with an AD and of executing ADs. 
Confidentiality and consent 
For each interview, after taking a few moments to settle down and when they 
seemed ready, participants were asked to sign a consent form. They were 
fully reassured of their total freedom to participate or not and to answer some 
or all of the questions, and the confidentiality of the content ± from any other 
participants and in the written report ± was explained to them. They were also 
reassured that apart from me, only my supervisors would have access to the 
interview material, and that this would be used with pseudonyms throughout.  
Interviewing patients and relatives - exceptional interviews  
The interviews were planned as one-to-one, but there were two exceptions to 
this. The first was a patient who was being mechanically ventilated through 
the trachea (main respiratory tract), below her vocal cords, which meant that 
she spoke without a voice. She could be understood by reading her lips. She 
was the first participant in the study, and the primary information about her, 
provided by her husband in the preliminary call, made me feel that this was an 
urgent interview. We agreed that the husband would repeat the patient-
SDUWLFLSDQW¶V ZRUGV DORXG 7he participant seemed comfortable, and the 
interview was fluent and rich.  
Another exception to tKH µRQH-to-RQH LQWHUYLHZ¶ UXOHZDVQRWSUHPHGLWDWHGRU
planned. An interview with the husband of another patient-participant was 
planned as one-to-one. Yet, shortly after I started the interview the patient 
came in. When she asked permission to stay in the kitchen to prepare dinner, 
I was too embarrassed to ask that we move to another room to continue the 
interview, and the husband replied that he did not mind. However, I felt a 
change in his tone of voice and body language shortly after. As I left, the 
husband confirmed that he was embarrassed and restricted by the presence 
of his wife in the room during the interview. I proposed to speak with him on 
the phone if he wished, but he did not take up this invitation.  
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Access, rapport and safety  
In the phone calls and in the interviews with patients, rapport was quickly 
established and both the interviewee and I felt comfortable. There was one 
exception to this positive experience. One patient viewed the interview as a 
platform for further intimate relationship. He called me repeatedly although I 
clearly stated that I was not interested in any relationship, and that the content 
of the conversations was extremely embarrassing for me. For my personal 
safety, it was decided that no further contact would be made with this 
participant, even though this meant giving up the case study. It was decided 
not to engage in any further interaction with him for the purpose of 
interviewing other people related to him, and a short polite card was sent to 
thank him for his contribution to the project. 
3.4.2.5 Transcription 
All the interviews were transcribed verbatim in Hebrew. The fact that I heard 
the participants repeatedly during the process enabled me to recall: the 
DWPRVSKHUH RI WKH LQWHUYLHZ SDUWLFLSDQWV¶ FKDQJLQJ WRQDOLW\ their emotional 
H[SUHVVLRQVDQGRIFRXUVHWKHFRQWHQW,WULHGWRFODULI\SDUWLFLSDQWV¶DFFRXQWV
while I was interviewing them, and felt confident that they had conveyed their 
accounts authentically at the moment of the interview. I did not offer the 
possibility of showing transcripts to participants for their comments. Their 
accounts relate to a specific moment, and rigour and caution were used to 
analyse their accounts. No participant asked to see the transcript. A few 
patients shared the hope that they would live long enough to read my thesis.  
Quotes were translated to English with an attempt to best resemble the 
spoken version in Hebrew which often did not adhere to grammatical rules or 
to the way in which people may express themselves in writing. For 
expressions that have equivalence in English, the equivalence was used. Yet, 
for expressions that could not be replaced, an explanation was added in 
footnotes. I used the help of English speakers to provide the most accurate 
version in English that would best reflect the original version that was used by 
the participants. In the quotes I sometimes filled in in brackets words that were 
not spoken but rather inferred, or mentioned in subsequent sentences, to 
enable readers to have a better understanding of what participants meant. 
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Some other times the meaning of words made sense in Hebrew but not in 
English, so I filled in brackets a FODULILFDWLRQVWDUWLQJZLWKµLH¶ 
3.4.2.6 Being a researcher who is a palliative care nurse  
Being a researcher and a health care professional is not rare in nursing; 
however, this duality needs to be addressed as part of the transparency 
expected in qualitative research, and for the critique of the reader (Cohen et 
al., 2000a). My project involved people nearing the end of their lives. For 
some, death was imminent. One patient died during the fieldwork, and others 
may well have died since the fieldwork phase. The subject matter of this study 
was related to the needs and expectations of people at the very end of life, 
when they are already facing an LTC in its last phase.  
It was agreed that if I found it important to inform participants on anything 
arising from the interview, I would do it after the interview was exhausted. 
Interviewing patients about end-of-life issues was not a new task for me, as I 
do it often in my professional capacity. However, interviewing with no intention 
of caring for them was totally different. The information that I was about to 
receive from them was not meant to help them with their health or quality of 
care. I knew this theoretically, but it became a challenge when patients shared 
their relationships with the health system and HCPs; when they described 
suffering that I felt could be reduced but was not; or when they held mistaken 
information and misconceptions related to the law, medical procedures, and 
the health system. With my knowledge as a palliative care nurse, I could not 
leave them entrapped in errors and lack of knowledge. The question was not 
whether I should interfere, but how I could do it in a way that would respect 
the boundaries of research as well as professional ones. The interviews were 
a different experience from interviewing people in the professional setting. I 
came to patients¶ houses because they wanted to help me in my study. I met 
them in their disability, yet they were willing to devote their time and energy to 
me. It was a poignant experience. 
Another disclosure is related to the fact that I have also created my own AD. I 
am approaching my project not as an objective figure, but with an interest in 
SURPRWLQJVRFLHW\¶VRSHQQHVVWRZDUGSHRSOH¶VZLVKHVDWWKHLUHQGRIOLIH7KLV
interest comes from my professional background, in which I have 
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accompanied hundreds of patients on their trajectory towards death for over 
twenty years, and found that this trajectory often lacks certainty as to what is 
best for the dying patient. I have tried in the interview to be aware of my 
personal preferences, and not to interfere or influence the interviewees.  
3.5 Data analysis 
3.5.1 Analysing phase 1 
Findings from the interviews were transcribed verbatim and analysed. The first 
interviews were translated20 fully and shared with supervisors for feedback 
and critique. This provided some reassurance as to the quality of the 
interviews and their richness, as well as guidance as to who could provide an 
optimal choice in the next interviews, and this was in itself the first step of 
informal analysis. When data collection had finished, the formal phase of 
qualitative analysis began. The analysis took place on three levels: first, each 
interview was read several times and divided into themes that were labelled 
and grouped with other seemingly-relevant themes. The next level was that of 
the case study: the interviews of each case were looked at as a unit, in which 
themes were compared and contrasted. Using the technique of writing the CS-
story helped to make sense of the data, to differentiate between stories and 
facts, between my interpretatiRQVDQGSDUWLFLSDQWV¶LQWHUSUHWDWLRQVDQGWRVWDUW
identifying issues that were more prominent and others that were less. Each 
CS added information and understandings to the previous CSs. Each story 
was summarized and then cross-compared with the other stories. Findings 
were compared and contrasted between the different cases, to make the most 
of the findings. Stake (1995) defines this process as art and intuition, and he 
describes the cognitive process of understanding the findings rather than how 
to perform the analysis technically. However, he suggests direct interpretation 
of individual occurrences, as well as aggregating occurrences until they form a 
class. At the same time, he acknowledges that some important features may 
DSSHDUDVVLQJOHLQVWDQFHVDQGGHVFULEHVWKHTXDOLWDWLYHUHVHDUFKHU¶VUROHDV
sometimes needing to look for meaning that is emerging from a single 
                                          
20 Translation was made by me, being the one who interviewed, knew the setting and context, 
heard the tone of voice, and therefore was the closest to the data. In cases of doubt I 
consulted an English-speaking friend. 
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occurrence (Stake, 1995). Indeed, each occurrence was first analysed 
individually, immediately after each interview and while transcribing it. The 
analysis of each case was aggregated by listening to previous interviews 
before holding the next interview relating to the same case. The third level 
occurred during the writing-up phase, when I compared and contrasted within 
groups (patients, relatives, and physicians).  
Being a novice researcher, I was preoccupied with questioning the quality of 
WKHLQWHUSUHWDWLRQDQGDQDO\VLVRIWKHILQGLQJV,ILQG0DVRQ¶V(1996) relation to 
WKHILQGLQJVDVµXQILQLVKHGUHVRXUFHV¶LOOXPLQDWLQJ Stake (1995) also relates to 
the analysis, saying that he aims to make sense of the findings by thinking 
about them as deeply as he can. In the approach of both researchers I found 
a humility that I tried to maintain while collecting the data and during its 
analysis. Stake (1995) views analysis as a personal technique developed 
individually by every researcher. This view is supported in examples of 
qualitative analyses depicted in Kassan and Kromer-1HYR¶VERRNDERXWGDWD
analysis in qualitative research, which shows an amazing variety (Kassan and 
Kromer Nevo, 2010). On the other hand, others engage in a more prescriptive 
format, giving practical tips for aggregating the findings for analysis (Cohen et 
al., 2000a; Denscombe, 1998; Mason, 1996). 6WDNHXVHGWKHWHUPµKRUVHVIRU
FRXUVHV¶EHFDXVHHDFKUHVHDUFKGHVLJQLVXQLTXHDQGPD\QHHGXQLTXHWRROV
to analyse the data collected (Stake, 1995), as does my study.  
3.5.1.1 Rigour 
Rigour was promoted by multiple elements during the process of this 
research. Credibility was preserved by thick description of the findings (Seale, 
1999); by analysing the negative or exceptional cases in different aspects 
(content-wise and method-wise) (Barbour, 2001; Cohen, Kahn and Steeves, 
2000b; Seale, 1999); by triangulating information within cases, between 
JURXSV YDULRXV VWDNHKROGHUV¶ SHUVSHFWLYHV DQG EHWZHHQ PHWKRGV RI GDWD
collection (qualitative versus quantitative findings) to add perspectives from 
different sources (Barbour, 2001; Seale and Silverman, 1997); and through 
the long and persistent engagement with the interview materials, from the 
interview itself, through transcription, translations of quotes, to writing up the 
findings. Each and every interview was re-visited many times (Mason, 1996; 
Spencer et al., 2003). The disadvantage of being a lone researcher, and thus 
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unable to use peer-WULDQJXODWLRQ ZDV FRPSHQVDWHG IRU E\ P\ VXSHUYLVRUV¶
debriefing and by sending them very detailed descriptions of the findings, at 
interview level (discussing the first interviews), at CS level (discussing all the 
CSs), and in the writing up of each new chapter on the findings. This 
additional view was meant to test my analysis by comparing it with others, to 
ensure that I haG QRW LQYHQWHG DQ\WKLQJ WKDW ZDV QRW µLQ WKH GDWD¶ DQG WR
LQIRUPPHRIDQ\µEOLQGVSRWV¶WKDW,PLJKWSRVVHVVDQGWKDWPLJKWKLQGHUPH
from making the most of the data. This process of expert debriefing is 
important in assuring the credibility of the analysis (Cohen, 2000; Galletta, 
2013).  
A reflective journal was maintained throughout the process, from the first year 
of designing the study until the end of writing up the thesis. During the field 
work, I wrote field notes as well. Both reflective tools helped me to find 
meaning, to raise questions, and to examine my interpretations as far as 
possible (Galletta, 2013; Hammersley, 2012; Kahn, 2000; Mays and Pope, 
1995). Writing my personal stance toward ADs before starting to collect the 
data as well as field-QRWHV DOVR KHOSHG WR µEUDFNHW¶ P\ LQYROYHPHQW DQG WR
LQFUHDVHQHXWUDOLW\LQIDFHRIWKHSDUWLFLSDQWV¶VWRULHV(Kelly and Howie, 2007). 
Transparency was maintained regarding the design and conduct of this study, 
as well as the restrictions which appeared and decisions that were made as 
part of it throughout the process  (Spencer et al., 2003).  
3.5.2 Analysing phase 2 
Data from the survey was analysed using SPSS statistical software. The 
analysis is mainly descriptive, as it is aimed to highlight the knowledge, 
attitudes and behaviour of HCPs and to identify gaps in them that may inform 
further research, education and/or policies.  
The next four chapters (4-7) will present and discuss the data that was 
collected during my field work. Chapters 4-6 will present various angles of the 
qualitative case-study phase, and Chapter 7 will present the findings from the 
survey that was conducted. Preceding Chapter 4 is a synopsis of the eight 
case studies, and of the two patients who did not eventually form case 
studies, but who contributed to the data that was gathered. They will help the 
UHDGHUWRYLHZWKHGDWDLQFRQWH[WRIWKHSDUWLFLSDQWV¶OLYHV. 
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SYNOPSES OF THE CASE STUDIES (CSS)  
Note: All the participants are named in pseudonyms 
Case study 1:  
Patient - Noa (female), in her 70s. A mother (of two) and a grandmother; a 
former teacher. 
Relative - %HQ1RD¶VKXVEDQG LQKLVV)RUPHUDGPLQLVWUDWRUDKHDOWK\
man who retired at the age of 60 to take care of his wife.  
Physician - Dr Yahalom (female), in her 50s, had been a practising family 
physicians (often called general practitioner (GP) in the UK) for nearly 20 
years. She sometimes assumed responsibility for the care of dying patients in 
her community, in the area close to her home village and in her surgeries, in 
addition to her routine job. 
Noa and Ben lived in a small village. One daughter lived with her family 
nearby. Another child lived far away.  
Noa struggled with end-stage MS (multiple sclerosis ± a neurological 
degenerative illness) that had been diagnosed over 30 years earlier. She 
gradually became paralysed over the years. When I met her, she was totally 
dependent on others. Ben (her husband) was her full-time carer. Noa had 
been resuscitated more than nine years earlier in hospital due to a respiratory 
crisis, and was mechanically ventilated. When she was discharged from 
hospital with a mechanical ventilator she weighed 35 kg, and her prognosis 
was extremely poor. For nearly a decade she was mechanically ventilated at 
home through a tracheostomy (hole below her throat), without having been 
hospitalised even once before I met her. Noa died after a very quick and 
dramatic decline a few months after I interviewed her. 
Advance directive (AD): Noa and Ben had held LILACH21-ADs for over 15 
years. Noa made the first document when she was already ill, and had 
renewed the document in recent months. They did not complete the legal 
document. Apparently Noa did not know about the option, and Ben said that it 
                                          
21 LILACH ± µOLYLQJDQGG\LQJLQGLJQLW\¶DQG,VUDHOLRUJDQL]DWLRQWRSURPRWH$'VDPRQJRWKHU 
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was too complicated to fill out, and he thought that it was not necessary. Noa 
viewed Ben as her decision maker if she lost capacity. Her children knew that 
she had an AD. Around two years after Noa was mechanically ventilated, 
after stabilisation of her condition, she told Dr Yahalom about her AD. Noa 
DQG 'U <DKDORP KDG IHZ GLVFXVVLRQV UHJDUGLQJ 1RD¶V end-of-life (EoL) 
wishes and AD during her long years of home care.  
Note: It so happened that I interviewed Ben a week before Noa died, and Dr 
<DKDORPDIHZZHHNVDIWHU1RD¶s death. 
Case study 2:   
Patient - Meira (female), in her 80s, a mother of two, grandmother, and 
widowed in the last years, after over 50 years of marriage. She came from a 
traditional Jewish family and was a Second World War (WW-II) survivor. She 
was a retired engineer who lived in a small city. 
Relative - Lea IHPDOH 0HLUD¶V GDXJKWHU LQ KHU V ZDV DQ DFDGHPLFLDQ
and lived on her own in a nearby city, and she also had a long-term condition. 
Physician - absent 
Meira had one kidney removed in the past due to cancer, and later had renal 
insufficiency of the other kidney that was controlled for many years with diet. 
In recent years, her kidney had started deteriorating and she was put on 
dialysis treatment three times every week, which was increasingly becoming 
very tiring for her. During this period she also suffered a cerebro-vascular 
accident (CVA) that left her disabled with weakness of the left side of her 
body, needing a cane but also the help of a full-time carer to prevent her from 
falling. She was frail and unstable, yet could still participate in activities of 
daily living (ADLs), even if only partially.  
0HLUD¶VKXVEDQGGLHGD IHZPRQWKVDIWHUKLVGLDJQRVLVRIFDQFHUDQGZKLOH
he was being treated. Parallel to his diagnosis and rapid death, Meira¶V
kidneys deteriorated rapidly as well and she started dialysis. 
Advance directive: Meira had had an AD for around 10 years. She said that 
when she was diagnosed with renal cancer, she had thought about and 
prepared her first LILACH-AD. She renewed the document only recently in 
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response to a LILACH recommendation. She was not aware of the legality of 
ADs and of the legal form. Her husband did not want an AD for himself. After 
0HLUD¶VKXVEDQGGLHGVKHYLHZHGERWKKHUGDXJKWHUVDVKHUUHSUHVHQWDWLYHV
for decision making if she lost capacity. She had not discussed her AD with a 
physician. 
Case study 3:  
Patient - Naomi, was in her late 50s, had never married and had no children. 
She lived on her own, in a city-flat (in a building with an elevator). She had no 
siblings, her parents died many years ago and her next of kin was a cousin 
who was emotionally very close to her. Naomi was a heavy smoker until a 
year prior to the interview.  
Relative - Carol (cousin), was in her 60s, married, a mother of two and a 
grandmother. Both her parents were alive. She was an artist who lived in the 
same city as Naomi DQGVKHZDV1DRPL¶VFORVHVWUHODWLYHERWKRIILFLDOO\DQG
emotionally.  
Physician - Dr Barda, in his 60s, was a specialist in respiratory conditions 
with over 30 yeDUV RI SUDFWLFH DQG ZDV 1DRPL¶V PDLQ PHGLFDO FDUHU +H
worked in an outpatient clinic in a major hospital. 
When I met Naomi she was facing the final stage of COPD (chronic 
obstructive pulmonary disease), but had no additional illnesses. Around that 
periodVKHKDGDOXQJFDSDFLW\RIRIWKHµKHDOWK\¶DYHUDJH\HWVKHZDV
still teaching (limitedly). She could handle most of the basic ADLs22 and most 
of the instrumental ADLs23 with the help of designated equipment (such as 
oxygen; a Segway24), but with minimal dependence on external human help 
(house cleaning for example). Due to her severe breathlessness she regularly 
slept with an oxygen concentrator, and sometimes used it during the day. She 
was under the care of a pulmonary clinic and had regular breathing 
physiotherapy twice weekly.  
                                          
22 Basic ADLs (activities of daily living) - daily activities regarding the care RI RQH¶V ERG\
(such as bathing, eating, etc.). 
23 Instrumental ADLs (activities of daily living) - daily activities regarding the care within 
RQH¶VUHVLGHQFHDQGRURXWGRRUVWKDWDUHUHODWHGWRRWKHUVVXFKDVEDQNVVKRSSLQJHWF 
24 Segway - a two-wheeled self-balancing vehicle. 
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Advance directive: Naomi had had an AD for around 20 years. She had 
recently renewed her document following LILACH recommendations. She 
knew about the legality of ADs but did not want to use the legal AD because it 
was too complicated. She asked Carol to be her decision maker for EoL 
decisions if she lost capacity, and had told Dr. Barda about her AD. 
Naomi had experienced an acute respiratory crisis during which she was 
mechanically ventilated for a few days, and then she gradually returned to her 
chronic state prior to the crisis. In the subsequent year she experienced 
further but gradual respiratory deterioration. 
Case study 4:  
Patient - Yarden, in her early 60s, was married, the mother of three and a 
grandmother. Yarden was a therapist. She described herself as religious and 
lived with her husband in a small religious community in a village.  
Relative 1 - Koby (husband), was in his mid-60s, and worked full time in an 
enterprise.  
Relative 2 - Yagil (son) was in his early 40s, married and a parent. He was 
DOVRDWKHUDSLVWLQDGLIIHUHQWILHOGIURPKLVPRWKHU¶V+HZDVQRWUHOLJLRXVDQG
lived in a large city.  
Physician - Dr. Shalom, in her 50s, was a GP for over 20 years, and a 
FDUGLRORJLVW6KHOLYHGDQGZRUNHGLQ<DUGHQ¶VYillage, but worked part time in 
a nearby hospital. She was religious. 
Rabbi - Rabbi Nakdimon LQKLVVZDVWKH5DEELRI<DUGHQ¶VFRPPXQLW\
and lived in the same village. He helped me by shedding light on the view of 
the Jewish HALACHA (religious law) regarding EoL, dying and death. 
Yarden was diagnosed with colon cancer and had received chemotherapy 
nine years previous to the interview. She had also had lung metastases 
surgically removed, one and two years after the first diagnosis. Since 2004, 
she had had no signs of illness and she was not actually facing EoL. She was 
fully active, at work and in the family. However, because her cancer was 
metastatic she was not sure that she could be cured, and regarded her 
healthy state as a temporary condition that she tried to prolong as much as 
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she could. &DQFHU ZDV SUHVHQW DV UHJXODU µFRPSDQLRQ¶ DQG VKH GHVFULEHG
how each planned follow-up CT (imagery of her chest and abdomen) caused 
increased tension and fear that started some time before the test and lasted 
until she received the written results. 
Advance directive: Yarden considered making an AD for the first time when 
metastases were first found (a year after diagnosis). She renewed her AD 
recently according to LILACH recommendations. She did not know about the 
legal AD form. Her GP knew about her AD document.  
Additional information: 
x Out of the three applicants who described themselves as religious in the 
primary phone call for recruitment, Yarden seemed to best meet the 
inclusion criteria for this study. 
x During the period of my interviews, there was a process of communication 
in her family DURXQG<DUGHQ¶V$'VDQGDFKDQJH LQGHFLVLRQV UHJDUGLQJ
who would represent her if she lost capacity. 
x 7KH LQWHUYLHZ ZLWK .RE\ <DUGHQ¶V KXVEDQG RFFXUUHG LQ <DUGHQ¶V
presence.  
Case study 5:  
Patient - Omri was 84 years old when I met him. He was born in Germany, 
but I have no data regarding the year of his immigration to Israel, or his 
experiences in the Second World War, although he once mentioned receiving 
an indemnity from the German government. Omri was married, the father of 
two daughters, a grandfather and great-grandfather. He was a retired 
administrator who had lived with his wife in a southern city in Israel for most of 
his adult life. They lived in a ground-floor flat, and, at the time of the interview, 
KLV ZLIH¶V IXOO-WLPH KHOSHU ZDV OLYLQJ ZLWK WKH FRXSOH 2PUL¶V ZLIH ZDV
diagnosed with dementia about three years ago. 
Relative - Vicky (daughter) was 60 at the time of the interview. She was 
married, a mother and a grandmother. She worked in education in the city 
where her parents lived, and she lived in a town not far from there. Her 
LQWHUYLHZWRRNSODFHLQ2PUL¶VKRXVH 
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Physician - absent. The GP refused to participate in the study. 
Omri described himself as having end-stage heart failure as well as a 
multitude of long term conditions (LTCs) that handicapped him, including 
diabetes, hypertension, angina pectoris (chest pain due to cardiac pathology), 
renal insufficiency, lower limb deep vein thrombosis in the past, carotid vein 
restriction and surgery, and a previous cerebrovascular accident (CVA). Omri 
also underwent various surgical procedures. 
Advance directive: Omri had had an AD for over a decade, which he had 
made at the same time as his wife (who was in health at the time). He had 
renewed the LILACH-AD in the previous year following LILACH 
recommendations. He was not aware of the legal AD form. LILACH 
representatives explained that his wife did not need to renew her document 
because she had lost capacity, but Omri did not fully understand their 
H[SODQDWLRQDQGVHHPHGZRUULHGWKDWKLVZLIH¶VGRFXPHQWZRXOGQRWEHYDOLG
His GP did not know about his AD document. Omri had asked both his 
daughters to be decision-makers on his behalf if he lost capacity. 
Additional issues: 
x Before we started the interview, Omri asked me to spend a few minutes in 
the living room, with him and his wife, to socialise with her and to make 
my presence easier for her, because although he had told her that I was 
coming to interview him, she did not remember it. 
x 2PULVHHPHGYHU\LQWHUHVWHGLQKLV*3¶VSDUWLFLSDWLRQLQWKHVWXG\EXWKH
told me that his GP had refused to participate because she was too busy.  
x As a result of a CVA Omri had speech impairment. His diction was 
flattened and parts of words were sometimes omitted, which made it 
difficult to understand him, and I had to ask him to repeat some of his 
sentences. The interview took more than two hours, and included many 
stories about various health experiences he had had. 
Case study 6:   
Patient - Shelly was 79 years old when I met her. She was newly widowed, a 
mother of three and a grandmother. She was now a retired health care 
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professional working with oncology patients, and later with elderly residents in 
a nursing home.  
Relative - Dekel, RQHRI6KHOO\¶V VRQVZDV LQKLVVZKHQ ,PHW KLP+H
described himself as a coach and as a philosopher, and was working as a 
IUHHODQFHU+HKDG7\SHGLDEHWHVµMXYHQLOH-GLDEHWHV¶ 
Physician - absent (Shelly did not want to ask her oncologist to participate 
because of her perception that the oncologist was overloaded with work and 
could not cope with it). 
Shelly now had a metastatic colon cancer that had been diagnosed nearly 
two years before, and she was still under chemotherapy treatments aimed at 
controlling her cancer. Her husband was diagnosed eight months after her, 
with advanced pancreatic cancer. He had apparently refused any treatment 
for his cancer (except pain relief) and died four months after he was 
diagnosed.  
Advance directive: Shelly and her husband had made their first LILACH-AD 
documents over a decade ago, in good health, because they identified with 
the concept. Shelly did not know about the legal form. She viewed her son 
Dekel as the decision-maker on her behalf if she lost capacity. 
Case study 7: 
Patient - Dov was in his early 90s, married, a father, grand-father and great 
grandfather. He was a retired agriculturist, who continued working until he 
turned 80. He lived with his wife in a village. His wife was frail, apparently due 
to cardiac illness and increasing GHPHQWLD6KHZDV'RY¶VDJHDQGLn the last 
couple of years she had had a permanent carer living in the house as well. 
Dov had escaped from Europe during WW-II and immigrated to Israel. He 
returned to Europe as a soldier in tKH%ULWLVK$UP\¶V-HZLVK%ULJDGHEHIRUH
the end of WW-II, found his nuclear family (parents and siblings) all alive at 
the end of the war, and brought them to Israel2QHRI'RY¶VFKLOGUHQKDGGLHG
from cancer at a young age. 
Relative - Yoni (son) was in his 60s and worked as an engineer.  
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Physician - Dr Paz ZDV 'RY¶V IRUPHU *3 ZKR KDG SUDFWLFHG IRU RYHU 
years. He regularly undertook the home-care of dying patients, from his and 
RWKHUFROOHDJXHV¶VXUJHULHV 
Dov had prostate cancer, but his cancer was VWDEOHDWWKDWWLPHDQGKHGLGQ¶W
feel ill or dying because of it. He said that his EoL was near, due to his 
advanced age and that he was very much aware of it.  
Advance directive: Dov and his wife had made ADs around a decade earlier, 
in full health. Very recently, LILACH recommended renewing ADs that were 
older than five years, and Dov was preoccupied with renewing his and his 
ZLIH¶V$'VZKHQ,PHWKLP'RYKDGDOVRILOOHGLQWKHOHJDO$'GRFXPHQWZLWK
the help of his GP. He had it registered in the national registry. Dov appointed 
his son Yoni to represent him if he lost capacity. 
I decided that old age could be included as another variety of a terminal stage 
of life, although it is not a long-WHUPFRQGLWLRQ µSHUVH¶DQGWRcreate a case 
study around Dov¶VVWRU\.  
Case study 8:  
Patient - Debby, in her late 60s, was married, the mother of two, and a 
grandmother. Debby was a retired worker in a publishing house. She lived in 
a city. Her flat was situated on the first floor of a building with no elevator. 
Relative - Alon (husband), also in his late 60s, was a retired clerk. 
Physician - DEVHQW'HEE\¶VRQFRORJLVWZDVRQH[WHQGHGOHDYH 
Debby had an advanced stage renal tumour, metastatic to her lungs and 
other organs. She was under oral (non-curative) chemotherapy treatment. 
She had evident breathing difficulty while speaking (noticeable in the audio-
recording of the interview as well). From her descriptions she also 
experienced fatigue, weakness, and pain. Debby had help in the house three 
times a week, provided by the national insurance due to her disability. She 
used this help mainly for cooking. Her husband did the rest of the housework. 
Advance directive: Debby and Alon both had ADs. They first prepared them 
ZKHQ'HEE\¶VFDQFHUUHODSVHGDURXQGILYH\HDUs ago. They were not aware 
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of the legal AD form. Debby expected her husband to represent her if she lost 
capacity. 
Case study 9 (patient): 
Patient - Adam was over 60, married and the father of four adult children. He 
worked in agriculture and in art and lived in a small village. 
Relative and physician were not appointed due to safety issues that were 
explained in the methodology chapter.  
Adam had faced ALS for over a year at that point and was paralysed in both 
legs, with considerable weakness of both his arms. He could still pick up the 
phone and dial, but could not hold a full glass of drink. He had a severe 
speech impairment, which presented as monotony, severe deformation of 
words and difficulty in retaining enough air to finish long sentences. Adam 
was fully dependent on help for all ADLs and had a fulltime helper who lived 
with Adam and his wife (who was still working). All his children were living 
elsewhere.  
Advance directive: Adam first heard about ADs from his physician after he 
knew about his ALS. He decided to make an AD for himself. His AD was less 
than a year old. His GP knew about the document. Adam did not trust any of 
his family members to be able to make EoL decisions on his behalf. He hoped 
that his GP would be able to influence such decisions. 
Case study 10 (patient): 
Patient - Ehud was in his 80s, married, a father of three and a grandfather. 
He was a retired health care professional, and had lived in a village in recent 
years. 
Relative and physician ZHUH QRW DSSRLQWHG GXH WR (KXG¶V UHOXFWance to 
disturb his family or physician to take part in the study. 
Ehud had two malignancies: a chronic haematological illness that was latent 
and had been followed up for many years, and cancer of the urinary bladder 
which had been discovered two years ago, and for which he refused any 
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treatment. The tumour caused mild bleeding but no pain, and Ehud preferred 
to avoid the pain and discomfort of treating it.  
Advance directive: Ehud had a self-made AD statement that he had written 
when he had a heart problem, 20 years earlier. Later, when he discovered 
LILACH, he and his wife decided to make LILACH-ADs. When he first heard 
that ADs had become legal he decided to fill in the legal form as well. He had 
it registered in the national AD registry. 
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CHAPTER 4: PATIENTS¶ PERSPECTIVES ON LIFE, END-
OF-LIFE AND ADVANCE DIRECTIVES 
4.1 Introduction 
This thesis suggests (and will demonstrate in subsequent chapters), that the 
making of an advance directive (AD) is only a first step in a sequence that is 
meant to lead eventually to AD execution, in due time. In order to be put into 
action if the person loses capacity, an AD needs to be communicated and 
transmitted to others, such as relatives and health carers. To symbolise this 
VHTXHQWLDOSURFHVVRQHFDQWKLQNRIDµUHOD\UDFH¶LQZKLFKQRWRQHSDUWLFLSDQW
but several are involved, who are running successively and who each may 
have some influence on the outcome of the race. The quality of the race 
GHSHQGVRQHDFKDQGHYHU\SDUWLFLSDQW¶VTXDOLW\DVa runner, but also on the 
skill with which the baton is transferred from each runner to the succeeding 
one. The process of creating ADs and sharing them with others will gradually 
be unveiled in the findings chapters 4, 5, 6 and 7. It will be initially looked at 
from the dimension and perspective of the AD-maker (in this study the 
µSDWLHQW-SDUWLFLSDQW¶Following the above analogy, Chapter 4 looks at the first 
runner in the relay of preparing advance directives for future use. 
As a first chapter of qualitative findings this chapter will answer some of this 
study¶V major aims, and show: 
x What could be learned from the patient-SDUWLFLSDQWV¶ SHUVSHFWLYHV DERXW
the experiences, beliefs, values, and needs that led them to make and 
hold ADs. 
x What influenced changes in the content of their ADs over time. 
x The expectations patients had regarding their AD document.   
The rich data that was collected lent considerable support to the view that the 
making of an AD document was indeed related to life experiences, beliefs and 
values as well as to personal needs and coping behaviours. Therefore, the 
first part of this chapter will attempt to demonstrate these in detail, to set the 
context and meaning of making an AD. 7KHVHFRQGSDUWZLOO ORRNDWSDWLHQWV¶
expectations toward their end-of-life and at how ADs meet these expectations. 
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Throughout this chapter, WKH WHUP µSDWLHQWV¶ ZLOO EH XVHG to refer to µSDWLHQW-
SDUWLFLSDQWV¶ 
4.2 The findings which set the context 
The first part of this chapter will present the findings related to: 
1. 3DWLHQWV¶H[SHULHQFHVwith their own long term condition (LTC). 
2. The way patients cope with their illnesses. 
3. 3DWLHQWV¶H[SUHVVHGQHHGV when facing a terminal illness. 
4. 3DWLHQWV¶YLHZV, values and attitudes regarding life and end-of-life. 
4.2.1 3DWLHQWV¶H[SHULHQFHVZLWKWKHLURZQ LTCs 
PatientV¶ own experiences with a long term illness and decline seemed to 
have influenced their decisions, even if they did not perceive those changes in 
decisions as meaningful, but rather as subtle. Therefore, these experiences 
seem highly relevant when an attempt is made to understand the meaning of 
ADs in patients' lives. Experiences of illness always involved symptoms and 
ZRUULHV 3DWLHQWV¶ UHSRUWV gave the impression of wide-ranging physical and 
emotional burdens, and these will be mapped out separately for description¶V 
sake. Not all the patients used the term suffering explicitly, when they 
described their symptoms or burdens. Sometimes it was the implicit tone of 
voice, facial expressions or the words during the interview that reflected 
suffering. In these cases, suffering could have been my own interpretation.  
4.2.1.1 Physical symptoms 
The physical symptoms described by patients were often related to their 
specific illness (such as itching in renal failure and shortness of breath in 
COPD25) or to the treatment of an illness (such as hypoglycaemia in diabetes). 
Pain however, was more commonly shared and did not seem to relate to any 
specific illness. Weakness was another predominant symptom that was 
unrelated to any specific illness. There was quite extensive data to draw upon 
                                          
25 COPD ± chronic obstructive pulmonary (lung) disease. 
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LQ SDWLHQWV¶ DFFRXQWV RI WKHVH WZR PDLQ V\PSWRPV GXH WR VSDFH IXUWKHU
exploration will draw on accounts that are illustrative of the overall set of 
accounts. Yet, it should be noted that there was an impression that the burden 
RIV\PSWRPVZDVPRUHRIWHQUHODWHGWRWKHSDWLHQWV¶RYHUDOOIHHOLQJRIGHFOLQH
and reduced independence, which could be related to one symptom or a 
multitude of symptoms. 
Pain 
Pain was shared by most of the patients, who reported experiencing pain 
related to their illness or its treatments. Some feared pain without yet having 
experienced it. It looked as if the anticipation of an unpleasant symptom ± in 
this case pain ± could have a significant impact. Possibly anticipation could 
provoke as much or even greater distress and emotional suffering than the 
actual experience of the symptom (Dov, for example, expressed such an 
anticipated fear of pain). Patients had different views about how to cope with 
pain. Some of them feared pain so much that they were willing to take any 
medication to avoid or take away the pain, while others objected to the 
possibility of depending on medications because of their side-effects. 
Ehud said he suffered a lot from pain and that he feared experiencing severe 
pain that would become unmanageable with ordinary pain-killers (such as 
paracetamol). He experienced the pain caused by the treatment of his cancer 
RIWKHEODGGHUDQGNQHZWKDWWKLVSDLQZDVSDUWRIWKHWUHDWPHQWµSDFNDJH¶+H
refused further treatments for his cancer because he did not want to 
experience such pain anymore. Like Meira, he objected to using opioids for 
severe pain because opioids affected lucidity, and caused other undesirable 
side-effects. He preferred not to be treated at all, even if this meant he would 
live less, saying: 
¶3HRSOHWKLQNWKDW>LI@WKH\WDNHRSLXP>LWZLOOKHOS@,W·V
not true. They lose conscience [awareness] but the pain 
remains in many cases. Apart from this there are many 
medications that themselves cause severe VLGHHIIHFWV«
«,GRQ·WZant to start with opioids. If you [one] take pain 
killing substances in large quantities then your head 
82 
 
>EUDLQ@GRHVQ·WZRUN,ZDQWWRFRQWUROP\OLIH,PD\EH
RXWRIWKHRUGLQDU\·>(KXGSDWLHQW@ 
Debby told me that she had constant pain but dreaded that it would worsen 
with the progression of her illness. Unlike Meira and Ehud, she was willing to 
use opioids and anything else that could prevent her from suffering pain: 
¶,W>P\JHQHUDOFRQGLWLRQ@LVDELWZRUVHHDFKWLPH,QWKH
last month I have a bit SDLQ 'RHVQ·W« PDWWHU , NQRZ
that the maximum [length of time] I can do something 
[=effort] is an hour and half. After that my legs hurt. I 
GRQ·W ZRUN EH\RQG >WKDW length of time]. Today [at 
SUHVHQW@ , GRQ·W PDNH HIIRUW DOVR EHFDXVH , NQRZ WKDW
when I am very tired, it brings [causes] head ache and 
YHUWLJR««,PDGHSHDFHZLWKP\FRQGLWLRQ,NQRZWKDW·V
it [the end] [crying] I am afraid only from pain, [or] 
GLIILFXOW HQG >RU@ WR EH OHIW DORQH««)RU P\VHOI , DP
afraid of a situation of [being in] SDLQ««>,ZDQWWKDW@LI
he [Alon] sees [will see] me suffering [laughs 
embarrassed] [he will give me] morphine tablets, [or] I 
GRQ·W NQRZ ZKDW MXVW QRW >WR H[SHULHQFH@ SK\VLFDO
VXIIHULQJ,FDQ·WVWDQGLW,DPVRZHDNDVLWLVDQG«LW·V
very difficult for me. 1RZLW·V>DOUHDG\@GLIILFXOWIRUPH·
[Debby, patient8] 
Weakness, fatigue or breathlessness 
Meira had faced a kidney problem for over a decade when the interview took 
place, yet she described most of those years as good years. She had 
maintained a specific diet and for many years pursued her regular life quite 
fully. Her deterioration started to increase with the onset of dialysis that 
weakened her tremendously, and the biggest change happened after her first 
CVA (cerebro-vascular accident) 2 years later. Since then, she had lost her 
ability to walk on her own, and needed to be accompanied everywhere due to 
her instability. Her description reflects the difficulties experienced by Omri and 
Debby: 
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¶%XWWKHVLWXDWLRQFKDQJHG«YHU\LQWHQVHO\«,EHIRUHWKH
CVA, cRXOGZDONIURPWKHKRXVHWRWKHFHQWUHRI>WRZQ·V
QDPH@« DQG EDFN« $ORQH :LWK WKH KHOS RI D FDQH
Without any problem. Today I can hardly walk [describes 
about 200 meters distance]. On my own I cannot walk at 
all. I have a helper because I am completely unstable. 
When I walk with a walker I tend to roll over. I must 
have someone with me [Meira, patient2].  
Patients made efforts to carry on despite the additional effort and energy this 
UHTXLUHG XVLQJ H[SUHVVLRQV VXFK DV µJULQGLQJ RQH¶V WHHWK¶ WR LQGLFDWH Whe 
significant extent of their efforts. Yet they seemed considerably disappointed 
about the gap between their previous and current abilities, and reported 
experiencing their reduced abilities as significantly reduced even while they 
described managing to do quite a lot on their own. Naomi described, the 
change and the difficulty in handling it, very clearly, saying: 
¶7KH VLWXDWLRQ LV JUDGXDOO\ GHWHULRUDWLQJ« «PRUH
GLVWUHVVOHVVDELOLW\WRZDONJHWWLQJWLUHGPXFKTXLFNHU«
WR JHW EUHDWKOHVV« PXFK TXLFNHU« Talking sometimes 
FDXVHV EUHDWKOHVVQHVV«  «(YHU\ SK\VLFDO HIIRUW LV
WLULQJ«HYHQWKHVOLJKWHVW««(YHU\ZDONLQJDIWHUDZKLOH
LV >FRXJKLQJ KHDYLO\@ LW·V WLULQJ« « on hazy days for 
example, I nearly climb the walls26, with the house closed, 
LWGRHVQ·WFKDQge anything of course, you know. In winter 
LW·VUHODWLYHO\HDVLHUIRUPH·>1DRPLSDWLHQW@ 
4.2.1.2 Emotional and existential burden 
Patients expressed a considerable emotional load that reflected both the 
decline of the body and their emotional reaction to the implications of the 
progression of their illness on their (shortening) future. They shared a variety 
of burdens such as:  
                                          
26 To climb the walls - VODQJIRUµEHLQJGHVSHUDWH¶ 
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x Loneliness  
x Sense of worthlessness 
x Sense of inhumanity 
x Loss of cognitive ability 
x Growing dependency on others 
x Being a burden to themselves 
x Being a burden to their loved ones 
Due to the abundance of information regarding the emotional aspects of living 
with illness, only a few examples will be provided in the present section. 
These examples of the burden of non-physical symptoms were chosen 
EHFDXVH WKH\ DUH UHOHYDQW WR XQGHUVWDQGLQJ RWKHU SDWLHQWV¶ GHVFULSWLRQV $V
mentioned in the previous section, some patients suffered from actual 
symptoms, while others suffered from the anticipation of symptoms and 
negative emotional experiences. 
Loneliness 
Omri for example felt lonely, because his wife, who had been his partner and 
supporter for decades, had now deteriorated mentally and not only could she 
not support him, but she demanded things from him that he could not always 
provide. He also felt that his daughters were not really attentive to him, and 
that there was a built-in generational gap between him and them: 
¶,I, OLHGRZQVXGGHQO\, ORVHP\VHQVHVEXW\RXGRQ·W
KDYH DQ\RQH WR GR ¶.5(&+76(1·27 to. I am alone, with 
P\VHOI« «ZKHQ P\ wife was healthier I could indulge 
P\VHOI >DQG FRPSODLQ WR KHU@ ´µthisµ hurts me, ´thatµ
KXUWVPHµ >VKHZRXOGVD\@´/LHGRZQWDNHWKLVµ7RGD\,
FDQQRWWHOOKHUDQ\WKLQJ,DPDORQHDQGQRERG\NQRZV«
«\RX«DUHDORQHLQWKHEDWWOH7KHNLGV>adult daughters] 
GRQ·W UHDOO\ XQGHUVWDQG , GLGQ·W XQGHUVWDQG P\ PRWKHU
XQWLO«>VKHGLHG HLWKHU@««,GRQ·WHYHQKDYHDQ\SRLQW>WR
                                          
27 µ.5(&+76(1¶- Yiddish: complaints 
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try to tell my daughters], and my wife is in a [poor] 
FRQGLWLRQ6RWKDW·VLW6RWKDW·VLW·>2PULSDWLHQW@ 
Worthlessness, losing humanity 
Some of the participants already felt worthless, while others feared that the 
moment would come when they would become worthless. Adam, who was the 
\RXQJHVWRIDOOWKHSDWLHQWVUHODWHGWRKLPVHOIDVDµXVHOHVVROGPDQ¶. He felt 
that his children were angry at him for his condition:  
¶7KH\DUHDQJU\DWPHIRUEHLQJLQWKLVFRQGLWLRQ,WKLQN
because they know a father that would solve any problem, 
ZKHWKHU WHFKQLFDO ZKHWKHU EXUHDXFUDWLF RU DW VFKRRO·
[Adam, patient9]  
Adam said a few times during the interview that he could not discuss his 
condition with his family members because they had difficulty in coping with 
such conversations. His daughter, for example, challenged him by asking him 
if he had given up on the potential experience of being a grandfather. He told 
me that he wanted to be a grandfather although he disliked the thought that 
he would not be able to take his grand-children in his arms or read books to 
them. Yet, he felt that his life was running out fast, and that he was being 
forced (by his condition) to let his daughter down because he could not live up 
to her expectations from him as a father and grandfather.  
Helplessness 
Omri, Adam, Noa, Debby and Meira felt helpless due to the loss of their 
physical ability, and Meira exemplified experiences that were commonly 
expressed. Extreme weakness and loneliness after the death of her husband 
and another close friend affected her mood adversely, as she reported: 
¶, DP KHOSOHVV ,W kills me you have, have no idea how 
PXFKWKDW«,DOORI a sudden, got to the situation... in 
ZKLFK,·PXQDEOH8QDEOH>WRGR@WKLVDQGXQDEOH>WRGR@
that... I just don't have the strength. This is also one of 
WKHFRPSRQHQWVRIP\>ORZ@PRRG««$OOVRUWVRIWKLQJV
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WKDW«LWZDVQRWKLQJIRUPHWRGR««DQGWRGD\>««@,
VLPSO\ FDQ·W« LW LV GHSUHVVLQJ P\ LQDELOLW\« «<RX
XQGHUVWDQG" ,W·V DOO accumulating >««@ WKH KXVEDQG
that is gone, and the [fact that] the... friend is gone.... all 
>WKLV@ DQG DOVR P\ GLVDELOLW\ P\ KHOSOHVVQHVV >««@·
[Meira, patient2] 
Dependency 
The patients in this study sample had different levels of independence, and 
many expressed their distress at being or becoming dependent on others. 
Their accounts indicated that they strongly valued independence, all had been 
extremely independent prior to becoming ill, and they hated losing this 
independence. Adam and Noa, who were paralysed by the time of the 
interview, seemed to reluctantly accept being physically cared for by others, 
yet, most of the others expressed anguish at the anticipation of losing 
independence, as we can learn from Debby: 
¶,I , DP LQ SDLQ« DQG , ZRQ·W EH DEOH , PHDQ
incontinence, and others will have to transfer me to the 
WRLOHW DQG FKDQJH P\ GLDSHUV , GRQ·W FDOO LW OLIH ,W LV
H[LVWHQFH·>'HEE\SDWLHQW@ 
Some shared their active efforts to remain as fit as possible in an attempt to 
postpone the loss of independence for as long as they could. Some (Omri, 
Naomi, Shelly) seemed to prefer to use supportive equipment (such as 
walking canes, oxygen, a Segway, folding chairs) rather than having to 
depend on human help. 
Being a burden 
In addition to the emotional burden of losing independence, patients felt that 
their condition added a burden to their family members, and this feeling 
disturbed them greatly. Five patients (Meira, Omri, Shelly, Debby and Adam) 
had already experienced being a burden in different ways, as we can learn 
IURP2PUL¶VGHVFULSWLRQ: 
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¶%XW LI , QHHG WR DVN VHUYLFH IURP VRPHRQH HOVH >LW LV
GLIILFXOW@«3HRSOHZRUN0\FKLOGUHQ[work] from morning 
till night WKHUHIRUH,GRQ·W >DVN@«, WU\QRW WRGHSHQG
>RQ P\ GDXJKWHUV@« «P\ HOGHU GDXJKWHU« «WKH\ VD\
WKDW LW LV« «´WKH VDQGZLFK JHQHUDWLRQµ 6KH LV
´FKHHVHEXUJHUµ :K\" %HFDXVH VKH KDV JUDQGFKLOGUHQ
FKLOGUHQDQGSDUHQWV«DQGVKHKDVZRUNDVZHOOVRKRZ
can she divide herself [between all these roles]? She is 
WU\LQJWREHDPRGHORIDJUDQGPRWKHU·>2PULSDWLHQW@ 
Fear 
Patients reported fears of symptoms that they had already experienced, and 
of the unknown future symptoms as they declined further. They explicitly or 
implicitly feared the suffering, whether due to loneliness, itching, air 
deprivation, weakness, or anything else. Noa¶VH[DPSOHZLOOUHIOHFWWKHRWKHUV¶
tendency to seek to limit what they perceived as potential causes of suffering. 
Noa apparently became very sensitive to changes in her body temperature 
and the oxygen saturation in her blood (as her physician reported to me). Her 
husband Ben told me that when she noticed such changes she did not want to 
go out of the house because she feared a sudden deterioration, knowing that 
it could be quick and dangerous. As soon as she could, she took measures to 
try and control the situation, such as starting antibiotics with the first signs of 
an infection, and/or using a higher oxygen concentration: 
¶,n the past week I had probably some kind of flu and had 
difficulty breathing. [I used] an oxygen concentrator and 
DQ R[\JHQ F\OLQGHU WKDW·V DOO ULJKW >LH , DJUHH WR XVH@
DQG,FDPHRXWRIWKLV·>1RDSDWLHQW@ 
4.2.1.3 Overall existential distress 
Some of the patients (such as Noa, Meira, Shelly and Debby) expressed 
diminished cognitive ability that they attributed to treatments or to their illness. 
For one it was decreased memory, for another it was a decline in 
concentration, but they all expressed distress and disappointment at these 
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mental changes, which added to an overall existential distress. Yet, it was not 
just the cognitive decline but other elements as well that seem to have 
influenced the overall distress of patients. Naomi expressed an existential 
distress that seemed to accompany her all the time, mainly because 
deterioration was unpredictable and could happen at any given time. She 
clearly described how, regardless of the good moments, her whole being was 
distressed, and how tired and weak she became: 
¶:KDWGR\RX>WKH\@NQRZDERXWZKDW,DPJRLQJWKURXJK
[from] the moment I open my eyes in the morning and till 
,DPJRLQJWRVOHHS",PD\KDYHKDGDJRRGGD\ZLWK«D
YLVLWRI >QDPH@ LVZRQGHUIXO«2.VR KRXUVZKDW
about the rest of the time?... What do I know? This is 
VRPHWKLQJ,FDQQRWSUHGLFW>RU@VD\2.LI,GR´WKLVDQG
WKDWµ LW ZLOO EH ´WKLV DQG WKDWµ DQG \RX NQRZ ZKDW" ,
GRQ·WZDQWWROLYHWKLQNLQJDOOWKHWLPHZKDWZKDWWRGRLQ
order not to feel so and so [bad]. Because you know 
ZKDW"7KLVGRHVQ·WVHHPWRPHOLNHOLIHHLWKHU,WVHHPV
to me that the meaning of life is not concealed in how to 
DYRLG REVWDFOHV EXW KRZ WR FUHDWH WKLQJV« «/LYLQJ LQ
VXIIHULQJ ZRUULHV PH , NQRZ WKDW LQ WKLV ZD\ LW·V
LPSRVVLEOH WR OLYH >,W·V@ as simple as that. And this is 
UHODWHG WR PH WR P\ KHDG >PLQG@ DQG P\ OLIH FRQFHSWV·
[Naomi, patient3]. 
)ROORZLQJ WKLVSRUWUD\DO RISDWLHQWV¶SK\VLFDODQGHPRWLRQDOH[SHULHQFHVZLWK
their own illness, the next subsection elucidates some of the ways these 
patients survive with their illness. 
4.2.2 3DWLHQWV¶FRSLQJZLWKLOOQHVV 
An analysis of the interviews with the ten patients elucidated three main 
themes that appeared to help patients cope with their illness and decline, 
namely: being realistic, fighting actively to maintain independence, and on the 
other hand adjusting themselves to irreversible changes. These three themes 
ZLOOEHH[SORUHGEHORZXVLQJSDWLHQWV¶RZQVWDWHPHQWVDQGGHVFULSWLRQV 
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4.2.2.1 Being realistic and aware of decline 
Some patients (Noa, Omri and Shelly) related to their old age as being a fact 
that, in itself, was a reason to expect life to end relatively soon, pointing out 
the irrelevance of wishing to live much longer. All three used the same 
VHQWHQFH µI will not die young anymore¶. Most patients thought that they had 
already lived a full life, as Meira put it: 
¶(YHU\WKLQJWKDW«ZDVZULWWHQDERXWPHLQVRPHNLQGRID
ERRN >LH GHVWLQ\@ DQG , GRQ·W EHOLHYH WKHUH LV VXFK D
ERRN OHW·V VD\«,FRPSOHWHG LW DOO7KH WUDYHOVabroad, 
WKH« SOD\V WKH FRQFHUWV« WKH WUDYHO DDDDOO RI LW
(YHU\WKLQJ ZKLFK , KDG« , GRQ·W KDYH DQ\PRUH 0\
´budgetµ UDQ RXW >««@ $QG « >HPRWLRQDO tone] this is 
VDG·>0HLUDSDWLHQW@ 
Patients, aware of the impending end of their lives, still attempted to live every 
day to its full potential. They did not want to look back with regrets about 
things they had not done while they could, at a point in time when they 
become too ill to do them. At the same time they reported actions that were 
meant to prepare them for dying and death (such as making an AD). They 
tried to avoid complications caused by their illnesses and maintain the best 
possible health condition, as described earlier, yet they were not keen on 
accepting just any medical intervention in order to carry on living. Omri, for 
example, explained the difference in his attitude toward medical procedures in 
the past and at present:  
¶,W LV VLPSOH :KHQ , DP LQ D >UHDVRQDEOH QRUPDO@
condition and there is a treatment that is reasonable, or 
even invasive, I go IRU LW ZLWK FRXUDJH« «:KDW , KDG
last week in my heart, in normal times I would go to the 
A&E28 four times already [to take care of myself]. But I 
know that there is nothing to do, then, what [for] shall I 
OLHLQWKH$	("·>2PULSDWLHQW@ 
                                          
28 A&E ± Accident and emergency department in hospital 
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Patients had hopes of living longer in order to experience future important life 
events, while mourning their awareness of the low probability they had of 
achieving these hopes, such as Debby who shared her wish to live four more 
\HDUVWRZLWQHVVKHUJUDQGGDXJKWHU¶Vµ%DW0LW]YDK¶29: 
¶7KHUHLVQRWLPH7KLVVHQVHRIWLPH(YHU\GD\,VRUWRI
mark an X, a day less [on the diary], till the end which I 
GRQ·WNQRZZKHQLWZLOOEH«««,KDYHZKDW,KDYHDQG,
NQRZ DQG , DP YHU\ UHDOLVWLF , GRQ·W H[SHFW PLUDFOHV
$QG WKDW·V Zhat [Debby gets emotional] makes me sad: 
WKDW , NQRZ H[DFWO\ ZKDW ZLOO KDSSHQ« «6RPHWLPHV ,
VD\« >WKDW@ , DP QRW DIUDLG RI GHDWK >RI@ QRW H[LVWLQJ
DQ\PRUH,DPQRW\RXQJ0D\EH,ZLOOUHDFK,GRQ·W
EHOLHYHLWEXWPD\EH««,WKLQN,KDYH-3 years more. I 
ZLVK,DPZURQJDQGLWLVORQJHU««¶6KH>JUDQGGDXJKWHU@
KDVDOUHDG\DVNHGPH7KH\GRQ·WKDYHSUREOHPVFKLOGUHQ
>ZLWKVHQVLWLYHWRSLFV@´*UDQGPDLQP\¶%DW-0LW]YDK·ZLOO
\RXEHVWLOODOLYHRUGHDGDOUHDG\"µ,VDLG´,KRSHWREH
VWLOODOLYHµ·>'ebby, patient8]. 
4.2.2.2 BHLQJµILJKWHUV¶± awareness, responsibility and 
internal locus of control 
7KH WHUP µILJKWHUV¶ VHHPV DSSURSULDWH WR GHVFULEH DOO WKH SDWLHQWV ZKR
participated in the study, and it seemed to be based on: awareness of reality, 
being as active as possible in their own care, trusting themselves more than 
others, and having a high need of control. Although I did not perform 
personality tests on any of the patients who participated in the study, their 
accounts gave the overarching impressLRQWKDWWKH\KDGDKLJKµLQWHUQDOORFXV
RI FRQWURO¶30 7KLV VHFWLRQ ZLOO H[HPSOLI\ WKHVH DVSHFWV RI WKRVH SDWLHQWV¶
µILJKWLQJ¶VSLULW 
                                          
29 Bat Mitsvah - -HZLVKJLUO¶Vcoming-of-age ceremony at the age of 12 years old. 
30 Internal locus of control ± The belief that the individual can control and act upon life events 
LQ RUGHU WR FKDQJH WKHLU RXWFRPHV UDWKHU WKDQ EHLQJ GHSHQGHQW RQ GHVWLQ\ RU RWKHUV¶
actions. 
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Noa told me how 30 years ago, she had forced herself to climb Mount 
Moses31 on a trip with her pupils. It was with great difficulty because she was 
already experiencing weakness, but she did not know at the time that it was 
due to MS (multiple sclerosis) because she had not yet been diagnosed. 
Then, 9.5 years ago, she had had a respiratory collapse and was 
mechanically ventilated. She said that she made a decision to fight for life, 
although she weighed 35 kilograms (77 pounds), and had a large and deep 
pressure sore. This is how she described herself: 
¶,DPTXLWHDUHDOLVWLFSHUVRQDQGLQVWHDGRI O\LQJ LQEHG
and crying, I decided that I live. I have children and 
grand-FKLOGUHQDQGIRUWKHP«WKLVJLYHVPHVWUHQJWKDQG
ZLOOWRNHHSRQ·>1RDSDWLHQW@ 
0RVWSDWLHQWVWROGPHDERXWWKHLURZQSDUWLFXODU¶FOLPEVRI0RXQW0RVHV¶HDFK
fighting to maintain active and independent lives, working, shopping, driving 
and walking until the last possible moment, with a determination similar to that 
depicted by Noa on the trip to Sinai. Apart from Noa and Adam, who were 
paralysed at the time of the interview, and Ehud who avoided walking, other 
patients talked about their active efforts to walk as much as they could, 
whether with someone (Meira, Debby), a cane (Meira), oxygen (Naomi), a 
folding chair (Omri) or alone (Dov, Yarden and Shelly). Their self-reliance 
rather than dependency on others became clearer to me and most relevant 
when they discussed their end-of-life (EoL) wishes and needs, as will be 
revealed later. 
4.2.2.3 Adjusting to change 
It was noticeable that although patients were actively fighting to maintain their 
independence as far as they could, they also showed an ability to adjust to the 
change in their condition. This appeared as their strength. Most patients had 
to incorporate changes in their lives such as changes in diet, starting 
medications, using accessories and adapting their activities, in order to slow 
(or accommodate to) the deterioration that was expected due to their LTC. 
                                          
31 Mount Moses ± around 2,300 meters high mountain, believed by Christians to be the 
biblical Mount Sinai where the Jewish people received the Stone Tablets with the Ten 
Commandments carved on them. 
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They gradually became more sensitive to subtle changes in their physical or 
surrounding conditions (such as dust in the air, a higher fever, or reduced 
blood oxygenation). Some adaptations were extremely difficult (such as 
0HLUD¶VGHFLVLRQWRKDYHDQ$-V shunt32 made although she refused dialysis). 
Some patients used psychological support when they felt the need to get 
stronger emotionally in order to better cope with their condition, as Yarden 
shared: 
¶,GLGFKDQJHLQWKHVHQVHRIgiving to myself. I took more 
time to myself, for leisure activities, learning, enjoyable 
WKLQJV WKLQJV ,GLGQ·WGR HQRXJK DORQJ WKH\HDUV ,ZDV
always in some crazy race WRDFKLHYH«ZRUNPRUH«DQG«
DQG«DQG«> HWFHWFHWF«@,WRRNOHVVFDUHRIP\VHOI
This is indeed a change that I made, with psychological 
help. Along with the [cancer] treatments I had 
psychological support, and with it I changed, allowed 
myself to enMR\OLIH««LW>OLIH@PD\EHOLPLWHGWKHUHIRUe 
to enjoy what I can, yes. But in my daily life there is no 
FKDQJHLQWLPH>OHQJWK@ZRUNRUGDLO\URXWLQH1RFKDQJH· 
[Yarden, patient4]. 
Adaptation was a process that often began with frustration and hopelessness, 
DQG ZDV JUDGXDOO\ LQFRUSRUDWHG LQ WKH SDWLHQWV¶ OLYHV DV 1RD GHSLFWHG YHU\
well:  
¶,QWKHEHJLQQLQJ,VDLG>WKDW@ZLWKRXWP\KDQGVDQGIHHW
,ZRQ·WEHDEOHWROLYH2QHJHWVXVHGWRLWVORZO\VORZO\«
[back] then I did not imagine all the processeV«ZKHQ,
ZRNHXSDQGXQGHUVWRRGWKDW,ZRQ·WEHDEOHWRVSHDNDQG
EUHDWKH DQ\PRUH , DFFHSWHG LW , GLGQ·W FU\« LW >WKH
change] came slowly slowly, so each time [that something 
FKDQJHG@,DFFHSWHGLW·>1RDSDWLHQW@ 
6RPH SDWLHQWV VKDUHG µXSV DQG GRZQV¶ in their condition, saying that there 
were good days and bad days, and this irregularity was more difficult to 
                                          
32 A-V shunt (or fistula) is a passageway between an artery and a vein which is created for 
haemodialysis treatments. 
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handle than an on-going one-way deterioration. Using oxygen, resting, eating 
healthy and balanced food according to recommendations, and socialising as 
much as they could were examples of strategies that those patients used in 
order to adjust to their deterioration and in order to survive. One exception 
was Adam who quite quickly (within a few months) became paralysed and 
totally dependent. He sounded as though he had lost the battle: 
¶7KHUHLVDTXRWD,HQGHGP\TXRWDDSSDUHQWO\««,DP
QRWVDG,W LVNLQGRIDFFHSWDQFH««2QWKHRQHKDQG,
want to live. On the other hand I feel that I exhausted 
>P\OLIH@«,DPQRWLQWHUHVWHGLQLPSURYLQJP\FRQdition. 
There is no such thing; the age takes its course as well, 
VR,SUHIHUQRWWROLYH·>$GDPSDWLHQW@ 
4.2.2.4 µ/DMRLHGHYLYUH¶WKHMR\RIOLYLQJ 
It is important to emphasise that all the patients told stories that showed their 
ability to enjoy life, their appreciation of life and the importance that they 
attributed to making the best of it. Against all odds, they appreciated 
witnessing the growth of their family; they travelled as much as they could. 
They pursued activities that were meaningful to them as far as they could, 
whether community volunteering, teaching, involvement in family life, or 
cultural activities. A few even reported improvement after the illness was 
diagnosed or as they became older, even with disability, as Dov shared: 
¶I can help her >'RY·V ZLIH@ [with] whatever she needs. 
6KH OLYHV D KDSS\ OLIH 6KH LVQ·W VXIIHULQJ« We get 
everything [that she needs]«, I guess that there are 
many couples like us that in an old age [««] get closer 
again and live their youth again [«] I can say in one word, 
fall in love again. Close, getting closer to each other. 
6XSSRUWLQJHDFKRWKHU««LWGHSHQGVRQWKHSHRSOHDQG
the relationship [«] that they had [«15«@ but she tells 
PHWKHVDPH´ZHDUHKDSS\µ· [Dov, patient7]. 
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4.2.3 3DWLHQWV¶H[SUHVVHG needs 
During their interviews, patients mentioned various needs that were 
fundamental to their quality of life. When they became unable to fulfil these 
QHHGVLWDSSHDUHGWKDWWKLVKDGDQHJDWLYHLQIOXHQFHRQWKRVHSDWLHQWV¶GULYH
to live longer. Needs repeated as being important were: being significant to 
RWKHUV FRQWUROOLQJ RQH¶V OLIH DQG EHLQJ LQGHSHQGHQW 7KLV VXE-section will 
illuminate these needs by using examples shared by patients. 
4.2.3.1 Being significant 
Some of the patients referred, in various ways, to the strength that being 
significant to their loved ones gave them. For Noa and Debbie it was their 
significant role as pillars of the family (their husbands, their children and 
grand-FKLOGUHQ IRU2PULDQG'RY LWZDV WKHLU UROHDV WKHLUZLYHV¶ carers; for 
Shelly it seemed that it was her late husband, and it appeared as though after 
his death her role changed completely and needed re-defining. She felt that 
her youngest son made efforts to support her fight for life, and it seemed that 
she tried to satisfy him. Naomi had no family and felt free from obligations. 
She knew that her cousin was attached to her and would be sad when she 
died, and this was significant, yet she did not perceive herself as being crucial 
WR KHU FRXVLQ¶V OLIH 0HLUD LQGLUectly implied that being significant to the 
community and the family gave meaning to life, and said in different ways that 
she did not feel that she could contribute anything to anyone any more, apart 
from worry. Speaking theoretically, Ehud said that when one is needed this 
justifies carrying on living. Adam spoke about the joy from his former 
volunteering activities, in which he could no longer participate.  
4.2.3.2 Being in control 
Being in control appeared to be a central need for most if not all of the 
patients, and this was indicated in many ways. Patient accounts placed a very 
strong emphasis on the need to have control over their lives. There also 
DSSHDUHGWREHDVWURQJLQGLFDWLRQLQSDWLHQWV¶DFFRXQWVWKDWWKLVZDVUHODWHG
to self-trust. All the patients seemed to trust themselves more than anyone 
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else, especially in relation to their own care. They showed knowledge 
regarding their illnesses, their treatments, normal and abnormal values of 
blood tests and the like.  
Meira, for example, described how she knew every detail about the treatments 
and medications that were given to her; she was actively involved in her 
WUHDWPHQWV EHFDXVH VKH ZDV QRW FRQILGHQW LQ KHU KHDOWK FDUH SURIHVVLRQDOV¶
ability. Thus she described how observant she was at every dialysis treatment 
(three times per week), to make sure that the Heparin (anticoagulant) was 
given to her at the exact time, so as not to re-experience a haemorrhage as 
had once happened to her. She also said that she always looked at her blood 
test results, to make sure that physicians did not ignore important information 
and omit necessary actions. This degree of vigilance undoubtedly appears to 
be out of the ordinary.  
2PUL¶VQHHGIRUFRQWUROZDVVKRZQE\WKHZD\KHSUHSDUHGKLPVHOIWRXQGHUJR
one of his surgeries. His daughter told me how he got prepared before surgery 
for the possibility of not surviving it, and asked his notary to come to the 
KRVSLWDOEHIRUHWKHVXUJHU\LQRUGHUWRWUDQVIHUKLVµWLPHVKDUH¶33 to the name of 
his daughter, so as not to lose it if he died during the surgery. Shelly told me 
that she objected to having a helper for her husband when both her husband 
and she were ill. She wanted to take care of him on her own although at some 
point she nearly collapsed, being too weak and frail from her own cancer 
treatments to be able to care for her husband. In her testimony, Shelly 
admitted that the price that both she and her husband paid in terms of quality 
RIOLIHE\UHIXVLQJDKHOSHUZDVKLJK'HEE\¶VQHHGWRFRQWUROSUHVHQWHGLWVHOI
in her insistence on being consulted by her husband regarding the care of the 
house. She said that she wanted to maintain her title of house keeper 
although she could not perform house-keeping chores anymore. 
The elevated need for control also appeared in issues related to health 
GHFLVLRQV1DRPL¶VH[DPSOHZDVUHODWHGWRKHUUHVSLUDWRU\FRQGLWLRQ%HFDXVH
she objected to being mechanically ventilated, she reported that recently when 
                                          
33 Timeshare - a form of ownership or right to use a property, which is typically a resort 
condominium unit. Multiple parties hold rights to use the property, and each sharer is 
allotted a period of time (typically one week, and almost always at the same time every 
year) in which they may use the property (Wikipedia). 
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she had experienced respiratory distress she had feared being tempted to call 
for help and added:  
¶$URXQG  PRQWKV >DJR@ , DOVR KDG D GD\ >RQH@ HYHQLQJ
that I felt really bad. I remember [that] I left all my 
phones here [living room] in order not to call anyone. I 
said [to myself that] it will take a while longer perhaps, 
but at least ,«LWZDVVLPSO\«12222>YHQWLODWLRQ@2XW
RIWKHTXHVWLRQ·>1DRPLSDWLHQW@ 
(KXG UHIXVHG WR ORVH FRQWURO E\XVLQJRSLRLGV<DUGHQ¶VQHHG WR FRQWURO KHU
ADs meant that she made unilateral decisions regarding who would be the 
decision maker on her behalf, leading to a family disagreement (as will be 
reported in details in Chapter 5). Debby and Shelly both reported their need to 
get prepared for dying. Adam reported a conversation he had had with his wife 
regarding his funeral ceremony, asking for specific music for example. Yet, the 
need to control the EoL went beyond requests for a specific ceremony, as will 
be shown later in this chapter (in section 4.3). 
In order to cope with their illness some patients reported a need for accurate 
and honest feedback from physicians, as Noa shared: 
¶,Q >KRVSLWDO QDPH@ , ZHQW WR WKH EHVW SK\VLFLDQV 7KH\
say [i.e. said] [that] there is no remedy for this [MS]. 
Professor [Name] told me that he was very sorry, but to 
his regret there is nothing that can be done. He said that 
KHVSHDNVZLWKPHVWUDLJKWIRUZDUGO\DQGGRHVQ·WJLYHPH
all sorts of illusions. Before that, the neurologist I 
addressed did not want to tell me what I had and it made 
me lose the confidence in him and to transfer my care to 
others. If I need to cope with something, then I want to 
NQRZ·>1RDSDWLHQW@ 
Patients seemed to try to take control over their illness, as Yarden put it:  
¶/RRNIURPWKHPLQXWHWKDWWKH LOOQHVVZDVGLVFRYHUHG,
PDGH WKH GHFLVLRQ WR P\VHOI WKDW« WKH LOOQHVV ZLOO QRW
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guide me in what to do or not. I live with it [cancer], it is 
SUHVHQWDOOWKHWLPHLW´EUHDWKHVGRZQP\QHFNµ>FKDVLQJ
PH@SUHVHQWVRPHZKHUHEXW,GRQ·WOLYHaccording to it, 
I live with LW WKDW·V KRZ , GHILQH LW« «, GLGQ·W PDNH
changes in my way of life in the sense of work or 
FRPPXQLW\DFWLYLW\«DVVRRQDV,FRXOG«,W LVJRRGIRU
PH,IHHOLWLVKHDOWK\IRUPH«><DUGHQSDWLHQW@. 
4.2.3.3 Independenceand determinism 
Yarden, Dov and Ehud were still independent at the time they were 
interviewed. Some of the patients were frail by then (see Table 4, page 103), 
yet they tended to describe themselves (when they had been healthy) as very 
independent. Such was the case of Noa who had lost her independence over 
20 years previously and had been totally dependent for more than 15 years, 
and Adam who became totally dependent within one year. This also included 
Meira who became dependent and frail within two years of undergoing 
dialysis. Naomi, Omri, Shelly and Debby were also frail, but could still take 
care of themselves with various aids but without needing help from others. All 
of these frail people described themselves as having been very independent 
in their healthy lives. Possibly these accounts could have been somewhat 
H[DJJHUDWHGLQRUGHUWRPDNHXSLQVRPHZD\IRUWKHSDWLHQWV¶FXUUHQWVWDWHRI
being less than fully independent, yet their accounts were considerably 
supported by their relatives as well. Patients seemed also to be determined to 
live as they chose in many aspects, not only when they were healthy and 
independent, but also when their independence decreased due to their 
illnesses. Naturally, with their gradual deterioration they could live less 
according to their wishes and this seemed to affect them negatively, but they 
were determined to preserve their freedom to choose their way to live with 
their illness and to die as a result of it, as Yarden expressed: 
¶I have the privilege as a human being to decide what I 
want with my life. Not on lives of otKHUV«2QP\OLIH,
will decide! Yes ,DPYHU\GHWHUPLQHGDERXWLW«,DOZD\V
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NHHS WR P\VHOI >DOORZ P\VHOI@ WKH ODVW ZRUG· ><DUGHQ
patient4]. 
3DWLHQWV¶ GHWHUPLQDWLRQ UHJDUGLQJ WKHLU ULJKWV VHHPHGFORVHO\ UHODWHG WR WKHLU
values and views, which we will now look at more closely.  
4.2.4 Patients views, values and attitudes to end-of-life 
Although most patients expressed the joy of living, as shown earlier, all of 
them said that not every life was worth living. This could perhaps be related to 
SDWLHQWV¶ H[SUHssed needs to be significant, in control and independent, as 
seen above.  
Ehud and others said that when one is not needed, life becomes unworthy. 
Ehud said that this could happen even while still having capacity. Adam said 
that if he could not maintain his activities he did not want to live, and Noa said 
WKDWLIVKHFRXOGQRWFRPPXQLFDWHDQ\PRUHDQGEHLQYROYHGLQKHUIDPLO\¶VOLIH
VKHGLGQRWZDQWMXVWWROLHLQEHGµlike a corpse¶KHUZRUGV<DUGHQDQG'RY
feared also the inability to communicate with relatives, and said that 
communication was vital and without it, life became worthless, as Yarden 
stated: 
¶,PDGHD>OLYLQJ@ZLOOWKDWDVNVQRWWRSURORQJOLIHLQFDVH
I will not be able to control my situation, or I will 
experience only continuous suffering and I will not want 
WRFRQWLQXHWROLYHWKLVZD\·><DUGHQ37@ 
Naomi said that she did not have a death wish but that she had always 
thought that life is not sacred, and should not be maintained at any cost, 
adding: 
¶7KLV>EHLQJPHFKDQLFDOO\YHQWLODWHd] is not life for me. I 
am not willing to live like this. It is horrible suffering. I 
saw my father with this [ventilator], what do I need it 
IRU"·>1DRPLSDWLHQW@ 
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Omri, Shelly and Dov, spoke about futile suffering from a life-limiting illness, 
as a reason not to prolong life. Debby said that inability to control the body is 
µnot life¶ for her. 
4.2.4.1 3DWLHQWV¶SKLORVRSKies of life and EoL 
Most of the patients reported experiences with ill relatives, friends or 
celebrities as factors influencing their own views regarding living and dying 
with illness that had encouraged them to make ADs for themselves at some 
point. The difference between an internal philosophy of life and external 
experiences that had influenced it, was, of course, not always distinguishable 
because they were often HQWZLQHGLQSDWLHQWV¶GHVFULSWLRQVThey are therefore 
DOVROLQNHGWRJHWKHULQWKLVVXEVHFWLRQ'XHWRWKHDEXQGDQFHRISDWLHQWV¶(R/
experiences with relatives and others, only a few examples were chosen to 
illustrate how exWHUQDOH[SHULHQFHVPD\KDYHLQIOXHQFHGSDWLHQWV¶SKLORVRSKLHV
and their own EoL plans and decisions.  
Most patients had experienced the deterioration and EoL of one or both of 
their parents. Meira, for example, told me that she took care of her mother 
toward the end of her PRWKHU¶V OLIH After a series of cerebrovascular 
accidents, her mother became paralysed and totally dependent on help with 
the activities of daily living for eight years. She said that she had visited her 
mother in the nursing home three times a week, all those years, and added 
gloomily that she did not want her daughters to go through a similar 
experience:  
¶7KLV LV RQH RI WKH WKLQJV WKDW« LV WURXEOLQJ PH« $
[back then] P\ KHOSOHVVQHVV WKDW , FRXOGQ·W GR DQ\WKLQJ
>««@,GLGQ·WKDYHDQ\thing to do, but I had guilt that I 
FDQQRW GR DQ\WKLQJ WR KHOS« DQG« % WKH IHDU WKDW LW
SDVVHVRQWR\RXDVD«KHULWDJH«DQG,GRQ·WZDQWIRUP\
GDXJKWHUV ZKDW , ZHQW WKURXJK ZLWK P\ PRWKHU« WKDW
sometimes I drove away from her [nursing home] in red 
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light« , VLPSO\ ZHQW RXW IURP WKHUH DQG ZRXOGQ·W VHH
where I am34·>0HLUDSDWLHQW@ 
Naomi, in another case, described how death and dying had philosophically 
and theoretically preoccupied her throughout her personal and professional 
life, long before her illness began. She told me at the very start of the 
interview that she had always viewed death as preferable to being 
handicapped. She also shared her multiple experiences with death: good 
experiences as well as bad ones, expected deaths in old age as well as 
unexpected childhood deaths. She said:  
¶$OUHDG\ LQ WKH QXUVHU\ VFKRRO :H KDG WKHQ >DW WKDW
time] meningitis; there was an epidemic in the country. 
And then [=later] I had a sister who died small [young], 
ZKR,GLGQ·WHYHQNQRZZKRZDVERUQDSUHPDWXUHEDby, 
and was already better, and then one of the nurses 
inserted the feeding tube to the lungs instead of to the 
oesophagus. I remember that I came home and there was 
QR VLVWHU« «0\ IDWKHU ZDV DOVR ZLWK HPSK\VHPD
[COPD]. He died when he was 60. I was 30 then. It [his 
illness] started 3 years earlier. It was an unbearable 
VXIIHULQJ $QG , GLGQ·W XQGHUVWDQG ZKDW IRU" :KDW"
:HOORQHFRXOGVD\´WKDW·VLWµDQGWKDW·VLW%\WKHZD\KH
ZDQWHG>WRGLH@DQGP\PRWKHUGLGQ·WOHWKLPDQGVKHZDV
a registered nurse+HZDQWHGWRGLHDOUHDG\VKHGLGQ·W
allow him, it was very hard. As we say: ¶VKHZRXOGQ·W OHW
go· >VDLGLQ(QJOLVK@·>1DRPLSDWLHQW@ 
2PUL¶VSKLORVRSK\VHHPHGDOVRWREHUHODWHGWRWKHIHDUof disability. He said 
that he would not want to be dependent on others, and did not see this 
situation as worth living: 
¶,VDZLQGLIIHUHQWVLWXDWLRQVKRZSHRSOHVXIIHU««$QG
,GRQ·WWKLQNWKDWWKHUH LVDQHHGWRSURORQJ OLIHZKHQ«
WKHUH LV QR« EHQHILW ,I \RX DUH QRW XVHIXO LQ DQ\WKLQJ
                                          
34 Meira meant that KHUPLQGGULIWHGDZD\DQGVKHGLGQ¶WSD\DWWHQWLRQWRWKHWUDIILFOLJKWV 
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and you are just a burden WR \RXU IDPLO\ DQG« \RXU
FRQGLWLRQ« WKHUH LV QR FKDQFH WR LPSURYH >LW@« «DQG
WKLQJV GHWHULRUDWH« «, GRQ·W ZDQW WR EH LQ VXFK D
VLWXDWLRQ«««,>DPIURP@DQRWKHUSKLORVRSK\««7RWKH
JUDYH\RXKDYHWRZDONRQ\RXUIHHW,WKLQNWKDWZD\·
[Omri, patient5].  
Dov said that there were many members of his family with cancer and that 
these examples had made him aware of the risks of dying in suffering. He 
wanted to die with dignity, which again seemed to mean death without 
becoming dependent on others:  
¶$QGI, from the moment I became aware of this [cancer] 
and of WKH GDQJHUV RI LW >««@ DIWHU , KDYH VHHQ P\
PRWKHUVXIIHULQJEHIRUHKHUGHDWKDQG«RWKHUSDWLHQWV
RXWVLGHWKHIDPLO\,GHFLGHGWKDW>««@DSHUVRQPXVW
know when to end his life for his good and for the good 
RI WKH IDPLO\ >««@ %HFDXVH , NQHZ WKDW , DP D
FDQGLGDWHWREHLOODVZHOO«,ZDQWHGWRJXDUDQWHHWKDW,
ZLOOEHDEOHWRHQGP\OLIHUHVSHFWIXOO\·>'RYSDWLHQW@ 
Debby shared her experience with a friend who seemed to have suffered a 
great deal in his last months of life. She seemed to dread the possibility of 
lengthy suffering: 
¶$QGZHVDZWKH> KLV@HQGDQGLWZDVLQIURQWRIP\H\HV
DOOWKHWLPH7KHODVWGLIILFXOWPRQWKV$QG,VDLG´WKLV
, GRQ·W ZDQWµ , GRQ·W NQRZ LI /,/$&+« LW DQVZers the 
FULWHULD>LHUHVSRQGLQJWRP\QHHGV@«EXW,VDLGthis I 
GRQ·WZDQW· [Debby, patient8]. 
7KLVVHFWLRQUHODWLQJWRSDWLHQWV¶SKLORVRSKLHVRI OLIHHQGVWKHILUVWSDUWRIWKLV
chapter, which has sought to set the context in which the patients in my 
sample made their ADs. The next part will go into the details of the making 
and meaning of ADs. 
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4.3 The findings regarding the making and meaning 
of ADs 
After setting out the context of the lives of patients with advanced illnesses 
participating in the study, the next section of this chapter will shed light on the 
meaning of making an AD document. It starts by considering the preparation 
RIWKHGRFXPHQWV1H[WLW ORRNVDWSDWLHQWV¶NQRZOHGJHDQGXQGHUVWDQGLQJRI
the legal status of ADs. Lastly, it presents pDWLHQWV¶ H[SHFWDWLRQV IURP WKH
document as well as from other sources (such as family and physicians) in 
order to manage the progression of their illness and the increasing threat over 
their quality of life. 
4.3.1 Making AD documents 
This subsection will deal with the process of making AD documents. We will 
be looking at: the timing and triggers for preparing them at a particular 
moment, their contents, and changes that were introduced in them over time 
and as a result of life events.  
4.3.1.1 Triggers, timing and the onset of making an AD 
The details in Table 4 (next page), show that only three out of ten patients 
said that they made ADs in health, while the others said that they did it when 
they already had an LTC. There were various triggers for making ADs, and 
timing was different for the ten patients. They were mostly, yet not exclusively, 
related to illness. Most of the patients said they had made their first AD a long 
time ago, µwhen it [ADs/LILACH] was in diapers¶ said Omri, meaning that he 
made his ADs when the option had just become available. Most patients had 
apparently had ADs for over 10 years, but this was an estimate because most 
of them did not have the document at hand during the interview and did not 
remember the exact date of its making. Most patients reported having 
renewed their documents in recent months and years.  
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Table 4: Patients' illness, ability and timing of making ADs 
3DWLHQW $JH ,OOQHVVDIIHFWHG
V\VWHP 
7LPH
IURP
RQVHW 
\HDUV 
IUDLOW\ 1HHGKHOSLQ
EDVLF$'/ 
1HHGKHOSLQ
LQVWUXPHQWDO
$'/ 
$'LQKHDOWK
RULOOQHVV 
<HDUV
ZLWK
$' 
.QRZ
DERXWWKH
'3$ 
Noa >70 MS / neural >30  + total total illness >15 - 
Meira >80 Renal Failure / 
urinary 
15-20  + moderate major Illness 10 - 
Naomi <60 COPD / 
respiratory 
5-10  + Minor minor health >15 + 
Yarden >60 Cancer / GI 5-10  - - Illness <10 - 
Omri >80 Multiple LTCs 10-40  + minor moderate illness >10 - 
Shelly >70 Cancer / GI <5 + Minor Minor health >10 - 
Dov >90 Cancer / hormonal 5-10  - - health >10 + and filled 
legal AD 
Debby >60 Cancer / 
urinary 
5-10 + Minor major illness <5 - 
Adam >60 ALS / neural 1  + Total Total Illness <1 - 
Ehud >80 Cancer X2  (blood / urinary) 
15-20   - minor Illness 20 yrs + and filled 
legal AD 
* Basic activities of daily living (ADL) ± such as: eating, bathing, dressing, toileting, walking, continence 
** Instrumental ADL ± such as: house work, shopping, taking medications, using technology, money and transportation 
*** DPA - µ7KH'\LQJ3DWLHQW$FW± ¶ZKLFK regulated ADs for the first time in Israel. 
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Three patients (Naomi, Shelly and Dov) said that they had made ADs in 
health because they thought it was right thing to do, and that they were still 
healthy when they came across this option. Apparently, having an AD was 
part of taking control over life which, as mentioned earlier, seemed a major 
predisposition of the patient sample in this study. Shelly and Dov reported 
that when they heard of LILACH they approved of the option and therefore 
made an AD. Naomi, in contrast with them, said that she had always thought 
about the idea. It sounded as though she had already had the idea, and when 
she discovered that her idea had become an option she made her AD. 
Making ADs in illness 
Seven patients out of ten made their ADs when they were already ill, yet the 
triggers for making ADs were different: 
x Making ADs with the onset of a life-limiting illness (Meira and Ehud) 
x Making ADs when the illness became worse (Yarden, Adam and Debby) 
x Making ADs by coincidence, while being ill, because they became ill 
before ADs existed in Israel (Noa and Omri) 
Meira and Ehud made the document in reaction to their first life-threatening 
illness (Cancer and Heart Failure respectively). Yarden and Debby felt at 
greater risk of needing medical care sooner rather than later when their 
cancer became metastatic, and they wanted to control which medical care 
would be (or not be) provided to them if they kept deteriorating to the point of 
losing capacity. Yarden said: 
¶:KHQ,XQGHUVWRRGWKHULVNRf the metastatic illness I 
WXUQHGWR/,/$&+·><DUGHQSDWLHQW@ 
Yet, for both Yarden and Debby the idea of having an AD appeared to be part 
of their general philosophy of life, as Yarden described it: 
¶/,/$&+ ILWV P\ ZD\ RI WKLQNLQJ VLQFH DOZD\V· ><DUGHQ 
patient4].  
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Adam did not think of this option on his own but reported that his physician 
and his psychologist had talked to him about the possibility of making an AD, 
and it was only then that he started discovering and considering this option. 
While he was searching for information, he learned that his sister was already 
a LILACH member, and she helped him contact LILACH in order to receive 
an AD form. He was the only patient out of the ten who became aware of ADs 
through his physician. 
Noa and Omri made an AD because the option became available, 
coincidently, while they were already ill. Both of them became ill many years 
before LILACH was established. Noa remembered having made an AD in the 
late 80s, but her document was actually dated mid-90s. She remembered that 
she and her husband were pioneers in making ADs and made theirs when 
they became aware of the option, adding: 
¶,Q WKH EHJLQQLQJ ZKHQ 5LWD *XU IRXQGHG LW >/,/$&+
RUJDQLVDWLRQ@ ZH UHJLVWHUHG LPPHGLDWHO\« « ZKHQ LW
first came out [became available] we wrote the [living] 
ZLOOV« «DV VRRQ DV LWZDV SXEOLVKHG E\ /,/$&+««WKH
V·>1RD37@ 
Seven patients had made their ADs in illness. In addition to them, Naomi 
(who made her first AD in health), told me that she had somewhat neglected 
her documents for many years until she became ill, saying: 
¶:KHQ WKH VLWXDWLRQ ZLWK WKH HPSK\VHPD VWDUWHG WR
deteriorate a bit, then I made sure to renew it. The 
WUXWKLVWKDWEHIRUH>KDQG@,GLGQ·WUHDOO\UHQHZWKHOLYLQJ
ZLOO\RXNQRZ·>1DRPLSDWLHQW@ 
It may be that some patients had thought of the idea of having ADs but had 
not executed it, and that being diagnosed with a life-limiting illness had 
encouraged them to take action and actually prepare the document.  
Which AD form was used 
Ehud was apparently the only one of the group of patients who first made a 
free-texted document when he became ill years earlier. Only later he adopted 
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the LILACH form, and subsequently the legal form as well. No one else told 
me this.  
They all (including Naomi, who said she had always thought about the option 
of controlling EoL) seemed to have begun making ADs once the possibility 
was presented through LILACH. Only two patients (Dov and Ehud) out of ten 
KDGERWKWKHOHJDO$'GRFXPHQWDQG/,/$&+¶V$'see Table 4 page 103). 
Naomi knew about the availability of the legal document, but thought that it 
was unnecessary paperwork, and had apparently suggested to her cousin not 
to use it: 
¶:KRWDNHV>XVHVWKHIRUP@IURPWKHPLQLVWU\of health? 
7DNH /,/$&+ >,W LV@ PXFK PRUH DFFHVVLEOH· >1DRPL
patient3].  
4.3.1.2 The reported content of the document 
Most of the AD documents were unavailable during the interview with patients 
because not all participants had managed to find them to show me at the time 
of the interview; therefore most references to the content of the documents 
are based on SDWLHQWV¶UHSRUWVZLWKOLWWOH validation from the actual documents. 
I looked at the documents of Noa, Yarden and Ehud (the former two with 
LILACH AD and the latter with the legal AD). Most of the patients in this study 
did not remember the details of their documents but had an idea about their 
requests35, although many of them could well need the documents in the near 
future. As Shelly clearly said, after spending many minutes looking 
unsuccessfully for the document: 
¶,W·VDSLW\WKDW,GRQ·WKDYHWKHGRFXPHQW,ILOOHGLWRXW
DQGWKDW·VLW,IRUJRWDERXWLW>,@GRQ·WUHPHPEHUZKDW
LVZULWWHQLQLW·>6KHOO\37@ 
In at least one case, I witnessed a difference between what a patient thought 
the content was and what was actually written in the document. Table 5 
                                          
35 /,/$&+¶VLQLWLDOGRFXPHQWZDVTXLWe general, and people signed that they refused all life-
prolonging treatments, but requested the alleviation of pain and suffering. Specific 
treatments that were mentioned were: Cardio-Pulmonary Resuscitation; mechanical 
ventilation; Dialysis; Chemotherapy/Radiation; Blood and its products; artificial feeding. 
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(below OLVWV DOO SDWLHQWV¶ UHSRUWHG SUHIHUHQFHV LQ WKHLU $'V UHJDUGLQJ
treatments that they refused or desired to receive. Because there was a 
YDULDWLRQRISDWLHQWV¶ZLVKHVWKHQXPEHUVLQSDUHQWKHVHVLQWKHWDEOHUHIHUWR
the number of respondents who mentioned the same preference. 
Table 5: Patients' recollection of their treatment preferences in their ADs 
Refused treatments (n) Desired treatments mentioned 
Mechanical ventilation (4) 
Artificial nutrition (2) 
Nutrition in general (2) 
Hospitalisation 
Chemotherapy (2) 
Arterial catheterisation 
Any life-prolonging treatment (3) 
Palliative care 
Morphine 
Fluids 
Reversible care 
 
Meira said that she refused mechanical ventilation, artificial nutrition and 
arterial catheterisation. Regarding nutrition, Yarden said that she did not 
refuse nutrition at EoL in her document, although this was what she had 
actually wanted to write. Yarden explained that omitting her wish to stop 
nutrition was the result of a few discussions she had had with the Rabbi in her 
community, who told her that this was a wish that he could not support. She 
expressed discontentment with the compromise she had made: 
¶,DPVWLOOGLYLGHGDERXW LW>QXWULWLRQDW(R/@YHU\PXFK
GLYLGHGDERXWLW·><DUGHQSDWLHQW@ 
Naomi maintained that ADs in general are meant to let a person die in peace 
without suffering, and more explicitly she said that she would accept palliative 
care and fluids as the only medical measures at her EoL. 
¶$Q\SDOOLDWLYHFDUH,GRQ·WPLQG,I LWGRHVQ·W VXFFHHG
[then] at least there is no need for a court order to 
GLVFRQQHFW PH IURP DQ\WKLQJ« «7KH RQO\ WKLQJ PD\EH
that I am willing for them to give me is an infusion of 
IOXLGVVRWKDW,ZRQ·WJHWGHK\GUDWHG7KDW·VDOO%H\RQG
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this nothing. Nothing that if the moment comes, they will 
need [will necessitate] to run to court [in order] to 
GLVFRQQHFWPH·>1DRPL37@ 
This statement may sound very restrictive and unequivocal, but then Naomi 
added that the criterion for any other treatment should be the potential of its 
withdrawal without a court order, thus theoretically keeping the list of medical 
measures open to discussion and additions. 
At first, Yarden said that she had written that in case of total paralysis, or 
inability to communicate verbally, or continuous unbearable pain, she wished 
not to prolong her life artificially with chemotherapy and similar treatments. 
Later she read me the content from her actual AD document (note the 
difference between her remembered version and the written one): 
¶>,QFDVHRI@8QFRQVFLRXVQHVVYHJHWDEOH>VWDWH@, severe 
brain damage without ability to identify [relatives], 
absence of ability to communicate [then she reads the 
treatment she refused:] artificial resuscitation [i.e. 
cardio-pulmonary resuscitation], mechanical ventilation, 
GLDO\VLV·><DUGHQ37@ 
Noa and Shelly did not remember the content of the document, and both said 
that they (and their husbands) wrote what they thought was appropriate back 
then.  
When Ben 1RD¶VKXVEDQGZKRZDVSUHVHQW in 1RD¶VLQWHUYLHZbrought the 
document, I read it out loud: µ«,QFDVH I will not be able to make decisions 
related to my medical care, I request that my life will not be prolonged by 
DUWLILFLDOPHDVXUHV«HLWKHUE\ZLWKKROGLQJtheir use«RUby withdrawing them 
if they have already been used«¶36. Noa said that she refused hospitalisation, 
and later she added: 
¶,I,FDQQRWIXQFWLRQDQGthe head [brain] will not work, 
WKHQ,SUHIHUWRHQGP\OLIH·>1RDpatient1]. 
Omri refused treatments altogether, saying: 
                                          
36 My translation to English (T.M.). 
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¶,GRQ·WZLVKWRSURORQJ OLIH,GRQ·WZDQWWREHIHGQRU
cared for, nor [mechanically] ventilated, nor nothing, and 
LW·VDOOZULWWHQKHUHDQGWKDW·VLW·>2PULpatient 5]. 
Shelly did not remember the exact words in the document and summarised 
that she and her husband wrote that they did not want any interference. She 
asked for her life not to be prolonged in various cases (which she did not 
specify). She seemed to have an overall objection to life-sustaining 
intervention: 
¶, GLGQ·W ORRN« , ZURWH ZKDW , WKRXJKW WKHQ DQG ,
assume that this is what I think today as well. What 
VKDOO ,« VD\? That I do want them to give me ¶this· 
WUHDWPHQW DQG GRQ·W want them to give me ¶that· 
WUHDWPHQW" , GRQ·W ZDQW WUHDWPHQWV >DW DOO@ ¶,0 .9$5
$=.9$5·37. 7KDW·VLW·>6KHOO\patient 6].  
Dov said that at the end of his life he would like to shorten the time as much 
as possible, because suffering in an irreversible situation seemed pointless in 
his view:  
¶,ZRXOGOLNHWRVKRUWHQDVPXFKDVSRVVLEOH>P\OLIH@,I
, DUULYH WR WKLV >(R/@ , ZRXOG OLNH WR FXW LW VKRUW«
«6XIIHULQJ LV SDUW RI OLIH« WKHUH LV QR OLIH ZLWKRXW
VXIIHULQJ«RQHLVVXIIHULQJ«ZLWKRXWFKRLFHLQRrder to 
JHW RXW IURP D VLWXDWLRQ WKDW HQGDQJHUV KLV OLIH«>
VHFRQGV VLOHQFH@ >%XW@ WR VXIIHU« ZLWKRXW KDYLQJ WKH
SRVVLELOLW\« WR FXUH DQG NHHS OLYLQJ LW·V XQQHFHVVDU\·
[Dov, patient7]. 
Debby hoped that if she became incapacitated her husband would do 
whatever possible to prevent or alleviate her pain:  
¶,I KH >$ORQ KXVEDQG@ VHHV PH VXIIHULQJ >ODXJKV
HPEDUUDVVHG@PRUSKLQH WDEOHWV >RU@ , GRQ·W NQRZZKDW
                                          
37 µ,0.9$5$=.9$5¶- an expression that means: If I refuse/take/accept part, then better 
refuse/take/accept the whole 
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MXVWQRW>WRH[SHULHQFH@SK\VLFDOVXIIHULQJ,FDQ·WVWDQG
LW,DPVRZHDNHYHQQRZDQG«LW·VYHU\GLIficult for me. 
1RZLW·V>DOUHDG\WRR@GLIILFXOWIRUPH· [Debby, patient8]. 
Adam seemed to select his choices according to his illness and his 
speculations on the causes for his final and critical deterioration. He thought 
that his respiratory and digestive systems would be the ones to collapse, but 
did not have concerns about his latent Hepatitis, therefore he said that his 
explicit orders were: 
¶7KDW WKH\ ZRQ·W LQVHUW WXEHV WR P\ VWRPDFK DQG WKDW
WKH\ ZRQ·W UHVXVFLWDWH PH« $OWKRXJK , DP FDUULHU RI
Hepatitis C and my liver functions are 80- , GRQ·W
think that I will die from this. [It] seems more actual to 
me [to restrict medical measures regarding] stomach and 
UHVSLUDWLRQ·>$GDPpatient9]. 
Ehud said that he wrote a very brief request not to prolong his life and not to 
suffer. This wish was common to all the participating patients, even if they 
expressed it in different words.  
For those participants who were unable to locate the actual AD document, it 
was not possible to know if what was actually written in the document 
matched their recollection of what they had written. I suggest there might be 
some mismatch between what was written and what people said, given that 
participants who did locate their AD found things written there that they did 
not remember. However, the examples above show that these patients knew 
clearly what they wanted, even if they did not remember the exact content of 
their AD documents, or where the documents were placed. A point worth 
thinking about is that the documents were pre-made forms, which contained 
few medical conditions and medical treatments38. Perhaps it is not surprising 
that some patients recalled the parts in the document that were the most 
relevant to their illness. So for example Yarden, who has cancer, did not 
remember refusing dialysis in her AD but remembered her refusal of 
                                          
38 The specific treatment options that are mentioned in LILACH-ADs are: Cardio-Pulmonary 
Resuscitation; mechanical ventilation; Dialysis; Chemotherapy/Radiation; Blood and its 
products; artificial feeding. 
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chemotherapy. Beyond the exact content of ADs OHWXVQRZORRNDWSDWLHQWV¶
overall expectations for medical care in the event of their potential loss of 
capacity.  
4.3.2 ADs - expectations from the document 
According to the Israeli Dying Patient Act (DPA), ADs can contain requests to 
limit treatment or to ask for full treatment. In my sample, all the patients had 
expectations for treatment limitation if they lost capacity and no one expected 
to be treated fully should this occur. Some patients related to specific 
treatments and others to a more general expectation. Noa and Adam refused 
the insertion of substances and tubes into their body. Meira wanted her 
document to be respected should she become unconscious, without her 
daughters feeling in any way pressured to prolong her life. In a severe tone, 
she said that she refused a renewal of any arterial access if her shunt 
became inactive if she had lost capacity: 
¶,KDYHDVKXQWIRUGLDO\VLV6RLQFDVHWKHVKXQWGRHVQ·W
operate, I [would probably] enter a comatose state. 
[shouting:] , GRQ·W DOORZ that they connect [dialysis 
machine] to my artery here [shows:] under the 
FROODUERQHRUWKHJURLQ,ZURWH«,PHDQ>LI@WKHUHLVQ·W 
[the shunt] then there iVQ·W I will be gone [dead] if the 
shunt is closed [i.e. occluded]·>0HLUDSDWLHQW@ 
Naomi said that she hoped to die at home, but if it came to needing health 
care, she hoped that with the help of the document no active measures would 
be taken apart from palliative care.  
¶,I WKH\ FRXOG VWDELOLVH PH ZLWKRXW DOO WKH DUWLILFLDO
PHDQVDQGWRHDVHP\FRQGLWLRQZLWKRXWDOOWKLVLW·VILQH«
ILQH,GRQ·WKDYHDQ\SUREOHP>ZLWKWKDW@,GRQ·WKDYHD
GHDWK ZLVK DQ\ZD\« 3HUKDSV WKH\ FRXOG VWDELOLVH PH
somehow witKRXWDPHFKDQLFDOYHQWLODWRUDQGLW·VILQH«
«$Q\SDOOLDWLYHFDUH,GRQ·WPLQG·>1DRPLSDWLHQW@ 
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,QWKHQH[WFKDSWHU1DRPL¶VH[SHULHQFHRIQHHGLQJKHU$'ZLOOEHGHVFULEHG
in greater detail (see Vignette 2, page 147). She reported that when she felt a 
potential respiratory crisis coming on, she prepared to have her document 
near her, hoping to get relief from her distress without using active life 
support: 
¶,HYHQSXWWKH$'RQWKHSLOORZQH[WWRPH. I explicitly 
ZURWH WKHUH ¶QRW WR YHQWLODWH·« QR LQWXEDWLRQ QRWKLQJ
RQO\ UHOLHI 6HGDWLRQ -XVW WR UHOLHYH >PH@· >1DRPL
patient3]. 
Yarden hoped that if she could not control her life and body, and if she was in 
continuous suffering, her nutrition would be stopped: 
¶I said that if I enter unconsciousness, I request that my 
nutrition will be stopped. Because as long as someone is 
conscious, [it] could be that not providing nutrition is 
also [a] kind of VXIIHULQJ«,UHTXHVWHGQRWWRGRWKLQJV
to prolong m\OLIH·><DUGHQSDWLHQW@ 
Shelly said that if she became incapacitated or if she deteriorated physically, 
she did not want further chemotherapy: 
¶, GRQ·W ZDQW WUHDWPHQWV« ,I , JHW WR WKH FRQGLWLRQ
WKDW«,ORVHFRQWURO«QRWNQRZLQJZKDWLVEHFRPLQJRI 
me at all [Shelly, patient6]. 
Adam said that he was not sure how the AD document could help him at all, 
and referred to his specific request not to intubate and ventilate him, as 
mentioned before. Ehud Omri and Dov said that if they lost capacity, they did 
not want to receive any treatment at all.  
4.3.3 Changes in the documents over time 
When I asked patients about changes in their views and wishes over time, 
they usually said that they had not changed their mind. Yet, some of them 
shared new understandings as they experienced physical decline and their 
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illness progressed, which led them to add various clarifications. Noa, for 
example, reported adding refusal of hospitalisation because she viewed her 
home as the best place of care, whereas she viewed hospitals as potentially 
dangerous. Meira added refusal of arterial catheterisation if for any reason 
KHU µ$-9 VKXQW¶39 became inactive. She also said that in her primary AD 
document she refused dialysis, and she subsequently removed this statement 
because she was already on dialysis40 and she realised that stopping dialysis 
would bring back her intolerable suffering from the itching caused by the 
accumulation of toxins in her body. Naomi said that she added the word 
µHPSK\VHPD¶i.e. COPD, her illness) on the top of her AD document to make 
clear that she was aware of her medical condition, thus validating her request 
not to prolong her life. Yarden added inability to communicate as another 
reason not to prolong her life, explaining that such inability was worse than 
death to her. Ehud (whose cancer was being followed up by a religious 
physician) said that he added to his document the request that physicians 
who opposed his opinions regarding dying and death should not be his carers 
when he approached death.  
The above examples suggest WKDW SDWLHQWV¶ H[periences of life, illness and 
communication with their health care teams led them to refine their requests 
in their AD documents. The variety of their experiences may explain why 
there were accounts of many distinct and different changes to their AD 
documents.  
4.3.4 Legality of ADs: missing knowledge and misconceptions 
Seven out of ten patients (see Table 4 on page 103) did not know about the 
,VUDHOL µ'\LQJ 3DWLHQW $FW¶ '3$ RU WKH OHJDO $' IRUP7KH\ ZHUH DZDUH RI
/,/$&+¶V IRUP DQG three of the seven (Meira, Yarden, Omri) told me that 
recently (months to a few years earlier) the form had changed and that they 
were asked by LILACH to renew their documents, and to add witnesses. Not 
all of them were aware that having ADs was now legal in Israel, although, as 
                                          
39 A-V shunt or fistula is a passageway between an artery and a vein which is created for 
haemodialysis treatments. 
40 Meira said that she was put on dialysis, when she was in critical condition, in pre-comatose 
stage, without giving consent (against what she had written in the AD). Her daughter 
presented the situation differently.  
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a matter of fact, the LILACH organisation is continuously informing its 
members about changes and developments regarding ADs through its twice-
yearly bulletin and other means. When I asked Yarden whether she had the 
legal AD, she said that she did not know about ADs being legal, or about the 
legal form. She expressed interest in this option and wrote down the details of 
the internet source for further information. Yarden as well as others (Meira, 
Debby, Shelly, Adam) did not know that ADs must be renewed once every 5 
years to be legally valid.  
Three out of ten patients (Naomi, Dov and Ehud) knew something about the 
DPA, the legality of ADs and the AD legal form. Naomi, in her interview, 
referred to having the legal AD form as unnecessary. She said that both 
forms (LILACH¶V and the DPA¶V) were based on the same principle, yet the 
LILACH form was more accessible (i.e. user-friendly). Dov and Ehud, on the 
other hand, had filled in the legal AD form in recent years: 
(1) Ehud had some medical background and managed to fill in the form on 
his own. He told me that his form was returned to him by the Ministry of 
Health, to clarify and correct some inaccuracies, before it could be 
approved and a copy could be kept in the national database for ADs.  
(2) Dov, on the other hand, asked his former GP (Dr. Paz) to assist him with 
filling in the form. He said that the GP not only explained to him all the 
medical treatments that were listed in the AD form, but helped him to find 
his way through the form as a whole. Dov described the legal form as 
ERWKµKHDY\¶DQGµVOLP¶%\µKHDY\¶, Dov meant that it was difficult to fill out, 
FOXPV\ DQG WKDW LW XVHG GLIILFXOW WHUPV µ6OLP¶ EHFDXVH LW GLG not provide 
DQVZHUVWRDOO'RY¶VH[SHFWDWLRQV, as will become clearer in a later section 
UHJDUGLQJSDWLHQWV¶ dissatisfaction from AD documents. Dov was not the 
RQO\ RQH WR WKLQN WKDW WKH OHJDO GRFXPHQW ZDV SUREOHPDWLF %HQ 1RD¶V
husband) was of a similar opinion. 
Another legal aspect was that patients reported some confusion between 
being: D µZLWQHVV¶, D µVXUURJDWHSUR[\GHFLVLRQ PDNHU¶, and simply holding a 
FRS\ RI VRPHRQH¶V $' Most of them related to all the terms as meaning 
µSRWHQWLDO VXUURJDWH GHFLVLRQ PDNHUV¶ This was also seen in the case of 
Yarden, which is described in greater detail below (Vignette 1, next page).  
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Vignette 1: The example of Yarden regarding WKHPLVFRQFHSWLRQDERXWµD
ZLWQHVV¶ 
<DUGHQVDLGWKDWVKHGLVFXVVHGZLWKKHU5DEELWKHYDULRXVUHTXHVWVDQGZLVKHVWKDW
VKHZDQWHGWRLQFOXGHLQKHU$'$VPHQWLRQHGHDUOLHUVKHVDLGWKDWWKH\KDGVRPH
GLVDJUHHPHQW WKDW OHG KHU HYHQWXDOO\ WR FRPSURPLVH KHU ZRUGV DQG H[FOXGH KHU
UHTXHVWIURPKHU$'µQRWWREHQRXULVKHG¶LIVKHEHFDPHLQFDSDFLWDWHG<HW<DUGHQGLG
QRWVHHPWRIXOO\DFFHSWKHURZQFRPSURPLVHVD\LQJµ,DPVWLOOGLYLGHG,DPVWLOOYHU\
PXFKGLYLGHG¶6KHUHSRUWHGWKDW WKLV LQFRPSOHWHDJUHHPHQW OHGWRKHUGHFLVLRQWKDW
WKH5DEEL VKRXOGQRW EHDVNHG WRVLJQKHU$'GRFXPHQW6KHZDVZRUULHG WKDWKH
PLJKWPDNHGHFLVLRQVZKLFKVKHGLGQRWDSSURYHNQRZLQJWKDWKHFRXOGQRWVXSSRUW
WKHLGHDRIVWRSSLQJQXWULWLRQRQUHOLJLRXVJURXQGV 
¶+H> WKH5DEEL@WROGPH´LI,ZLOOKDYHWRPDNHdecisions, then 
,ZLOOKDYHWRGHFLGHDFFRUGLQJWRWKHUHOLJLRXVJXLGHOLQHVµVR,
GLGQ·WPDNHKLPVLJQ>WKH$'GRFXPHQW@·><DUGHQ37@ 
<HW WKLV ZDV D PLVFRQFHSWLRQ RI WKH UROH RI WKH ZLWQHVV ZKLFK OHJDOO\ PHDQV DQ
DFNQRZOHGJPHQW WKDW WKH SDWLHQW KDV PDGH WKH $' ZLWKRXW SUHVVXUH IURP RWKHUV
UDWKHUWKDQEHFRPLQJDGHFLVLRQPDNHUIRUWKHSDWLHQWLQFDVHRILQFDSDFLW\ 
0RUHRYHU<DUGHQZDVXQIDPLOLDUZLWKWKHIDFWWKDWDFFRUGLQJWRWKH'3$LWLVLOOHJDOWR
DVNIRUQXWULWLRQWREHVWRSSHGXQWLOGHDWKEHFRPHVLPPLQHQWLHH[SHFWHGZLWKLQOHVV
WKDQIRUWQLJKW+HUXQIDPLOLDULW\LVQRWVXUSULVLQJEHFDXVHLQWKH/,/$&+IRUPVXFKD
OLPLWDWLRQGRHVQRWH[LVW 
 
Naomi, Dov and Ehud, who knew about the DPA, presented different 
criticisms relating to the fact that its application is limited to the last 6 months 
RIWKHSDWLHQW¶Vlife expectancy41: 
A. Naomi rejected the 6-month criterion because according to her it did not 
serve all LTCs the same, namely her own COPD. Naomi was aware that 
her lungs had already been functioning at less than 20% of their normal 
capacity during the last year, and that her illness was already medically 
considered an µHQG-stage-LOOQHVV¶ 6KH WKRXJKW WKDW LW ZDV ZURQJ WR
measure her distance from death by time, but that it should be done 
rather by pathology and by the fact that she was in the last stage of her 
incurable illness:  
                                          
41 Six months life expectancy is WKH FULWHULRQ RI EHLQJ µD G\LQJ SDWLHQW¶, and one basic 
condition for applying ADs. 
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¶:KDW LV WKH '3$" , >KDYH@ UHDG LW« «H[FXVH PH«
according to this category I am not a dying patient. Nice 
[being cynical]. This law is worthless. What is this law, to 
say when I am dying or not? If I arrive tomorrow to 
>KRVSLWDO·V QDPH@ DV , GLG , DP QRW >FRQVLGHUHG DV@ D
G\LQJ SDWLHQW« VHH WKLV DUURJDQFH +RZ FDQ \RX > WKH\
physicians] say if it is 6 months, the [expected] death 
time? Maybe he [i.e. a patient] will EHDWWKHVWDWLVWLFV"·
[Naomi, patient3]. 
B. Dov thought that some people were in stages of dying for longer periods 
than 6 months, and therefore the definition of the law might cause them to 
suffer for a long time before their ADs could be applied and treatments 
withheld:  
¶7KLVGRFXPHQWLV«YHU\WKLQ$OOLWJLYHVLVPRQWKV>WR
EH FDOOHG ¶D G\LQJ SDWLHQW·@ $QG ZK\ VKRXOG VRPHRQH
VXIIHU >OHW·V VD\@ D \HDU WLOO KH JHWV WR WKH  PRQWKV"·
[Dov, patient7]. 
C. Ehud viewed it from the perspective of the SK\VLFLDQV¶ inability and 
unwillingness to predict the life expectancy of patients accurately enough:  
¶7KHUHDUHVRPDQ\GRXEWVLQVLGH>WKH'3$@$PRQJRWKHU
WKLQJVWKH\>SK\VLFLDQV@QHHGWRGHFLGH«>WKDW@DSHUVRQ
KDVQRW >PRUHWKDQ@«,WKLQNRUPRQWKV WR OLYH [I] 
GRQ·W UHPHPEHU H[DFWO\ :KLFK SK\VLFLDQ FDQ VD\ WKDW
you have [=one has] 6 months? They always have excuses 
>WRDYRLGVXFKSUHGLFWLRQV@««QRZDGD\VPRVWSK\VLFLDQV
will not agree to take chances with this [6 month 
prediction] definition·>(KXGSDWLHQt10]. 
Apart from the issue of prediction, the findings show that not all the patients 
knew exactly what the boundaries of ADs were. Debby for example did not 
distinguish between withholding and withdrawing life supportive treatment. 
Yarden did not know that it was illegal to ask to stop nutrition at any moment 
prior to when death became imminent. 
117 
 
A misunderstanding regarding the status of the document once its owner 
becomes incapacitated drew my attention to a serious ethical and legal 
concern regarding incapacity. In this study, this issue emerged because the 
wives of two patients (Omri and Dov) were incapacitated at the time when 
interviews were held. When those patients told me about the renewal of their 
AD documents, each of them said something about their problem with 
renewing the ADs of their spouses who were without mental capacity. Omri 
said that he had asked for help from LILACH and that they had advised him to 
renew only his own AD document, apparently telling him that his spouse¶s old 
document would continue to serve her as an AD till her death. When he told 
me this, I had the impression that he had followed the advice but did not 
understand why they had advised him in this way. During my visit to interview 
his daughter a few weeks after his interview, he asked me to try and ask his 
wife some questions because he wanted to know whether she remembered 
having made an AD in the past and what she understood it to be. 
In the case of Dov, I understood that he brought KLVZLIH¶V new AD document 
to the GP to sign42. In this case two problems appeared: (i) the patient did not 
understand that once incapacitated, his wife did not need to (and legally and 
ethically could not) renew her document; (ii) apparently the GP did not know 
the regulations and the role regarding ADs, and breached the ethics of care 
E\VLJQLQJDGRFXPHQWRIDQLQFDSDFLWDWHGSHUVRQ'RY¶VZLIH 
4.3.5 3DWLHQWV¶PLVWUXVWLQWKHLUORYHGRQHVWKHPHGLFDOV\VWHP
and the political establishment  
Some patients were not sure how their AD document would help them. They 
hoped that the document would represent their wishes but not all of them 
trusted either the medical system or their relatives to act on their behalf. Noa 
and Ehud referred to an event that was published in the media (while the data 
was being collected), in which the family of a football player who sustained an 
injury resulting in brain death refused to donate his organs although he had 
an organ-donor card. They both used this example to tell me that they were 
not confident that their ADs would be carried out. Yarden made a concession 
                                          
42 The signature means that the GP gave all the necessary information about medical 
treatments available in the AD document. 
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in her AD when she omitted her wish not to be fed if she lost capacity, yet she 
did not seem to really agree with her concession. Naomi said that she 
expected ADs to be unequivocally respected in Israel, as are DNR43 orders in 
the USA. Naomi experienced a respiratory crisis, and expressed great 
disappointment about how the medical staff had taken care of her during the 
crisis. In the first part of this chapter, I gave the example of her new strategy 
to cope with a respiratory crisis (after her negative experience) by putting 
away all her phones so as not to be tempted to ask for help. This seemed to 
be a hard and sad (perhaps even extreme) illustration of a deep mistrust in 
the ability of the medical system to answer her needs. 
Dov said that he did not trust physicians to be able to withhold treatments, 
and hoped that ADs would force them to respect this wish. Yet he referred to 
$'V DV EDFNXS IRU ZKDW KH GHVFULEHG DV D µZRUVW FDVH VFHQDULR¶ ZKHQ KH
would be unable to speak for himself. Meira also showed little trust in her 
health carers, and said before I left: 
¶:LVK PH QRW WR JHW >WR QHHG@ D OLYLQJ ZLOO· >0HLUD
patient2]. 
But apart from mistrust in the medical staff, some patients found it hard to 
trust their loved ones to be able to handle their dying in the way they wished. 
This worry could perhaps have been linked to issues of maintaining self-
control, yet patients also seemed to understand that it was a very difficult 
task, and two of them (Yarden and Ehud) honestly said that if they had to 
make decisions for their loved ones, they were not sure how they would do it 
either. 
Yarden and Debby, who were aware of how difficult it was for their husbands, 
tried to find sources of support for them, feeling that they would find it difficult 
to make EoL decisions for them in due time. Debby asked her siblings to 
support her husband, while Yarden built a support group made of family 
members, a close friend and the GP. 
Ehud and Dov related to the policy makers with disbelief, thinking that a 
minister of health who is an orthodox Jew has no interest in encouraging ADs 
                                          
43 DNR ± Do Not Resuscitate orders. 
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but rather the opposite. Ehud expressed a fear that if attempts were made to 
improve ADs, the Jewish orthodoxy would strongly object, and this might lead 
to a worsening in the status of ADs. 
With little trust in the medical system and policy makers, and with their 
empathy for the difficult task they were expecting from their relatives, all the 
patients in this sample looked for alternatives, as will be unveiled shortly. 
Ehud said clearly that he would not allow his family to hospitalise him if he 
became incapacitated, yet he added that he did not trust them to be able to 
execute this wish although they agreed with his request: 
¶,GRQ·WDOORZP\IDPLO\WREULQJPHWRDKRVSLWDO«WKH\
>IDPLO\@ DJUHH ZLWK WKDW 7KH\ NQRZ LW LV VR« 7KH
SUREOHP LV QRW WKDW WKH\ ZRQ·W XQGHUVWDQG :KDW WKH\
will understand with the mind is fine. [but] what will 
KDSSHQ ZKHQ WKH\ZLOO EH IDFHGZLWK >D VLWXDWLRQ@« DQG
the physician will VD\ ´ZH FDQ VDYH KLP DQG KH ZLOO EH
ILQHµ DQG« ´QR ZRUULHVµ DQG VXFK« ,W·V DZIXO WKHVH
people who put pressure on others·>(KXGSDWLHQW. 
4.3.6 $'VEHLQJµQRWJRRGHQRXJK¶ and the search for 
alternatives 
One finding was surprising because it appeared in the findings of all ten 
patients: They all viewed ADs as a desperately unsatisfactory solution to their 
need. I found it surprising, and unexpected, that all patients viewed ADs as so 
partial that they all spoke about their need to have another solution. They 
referred to their AD as a default option, as Dov expressed it:  
¶1RW WRSURORQJ OLIH7KLV LVZKDW WKH ODZHQDEOHV· >'RY
patient7]. 
As mentioned before, the patients who participated in the study appeared to 
have a high need for control and some level of distrust in the ability of health 
carers and their loved ones to cope with the end of their life as they would 
really like. Whether it is related to this or not, all ten patients spoke about 
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alternatives and many had actively searched for a solution that would rely on 
themselves as much as possible. This is such a highly significant finding in 
my study that rather than providing one or two examples, I wish to present as 
PDQ\SDWLHQWV¶YRLFHVDVSRVVLEOHLQWKHLURZQZRUGVLQTable 6 below). My 
DLP LV WRDOORZ WKHVHYRLFHV WR µstand alone¶ IRU WKH UHDGHU WRFRQVLGHU WKLV
data fully with as little screening and interpretation as possible, before 
SURFHHGLQJWRDQDO\VLQJDQGGLVFXVVLQJLW,QRUGHUWRSURWHFWWKHSDUWLFLSDQWV¶ 
confidence, and because they exposed sensitive material, I will not identify 
them by name, nor use their study serial number. I will identify them with the 
letters A-J, changing the order from that used in the sample. 
Table 6: patients' alternative solutions for the end of their lives 
Patient 
identifier 
3DWLHQW¶VTXRWH 
A  ¶/RRNLILWZDVSRVVLEOHLQWKLVFRXQWU\,ZRXOGHYHQVD\WKDWVDPH
as I could [go to the vet to] give my cat an injection to put her to 
sleep [i.e. kill her], and I did, I would rather have the same. But this 
LVSRVVLEOHRQO\ LQWKH1HWKHUODQGRU LQIHZSODFHV LQWKHZRUOG«,
HYHQ FRQVLGHU WKLV RSWLRQ« WKDW LI , IHOW WKDW LW ZHQW RQO\ LQ WKH
direction of continuous suffering without any [prospect], maybe I 
would go to Holland [Netherland] LILWZDVSRVVLEOH· 
B  ¶,I,FDQQRWLGHQWLI\>UHODWLYHV@DQGEHLQYROYHGWKHQ,GRQ·WZDQWWR
OLYH«/HWWKHPHQGPH>NLOOPH@«ZLWK,GRQ·WNQRZ«DQLQMHFWLRQE\
WKHSK\VLFLDQ«,I,ZLOO VHHWKDW LW LVSRVVLEOH,ZLOODVN Dr [name] 
DQGLIQRW,ZLOONLOOP\VHOI· 
C  ¶)LUVWRIDOO,VHDUFKHGIRUVRPHWKLQJ,FRXOGWDNHVRWKDW,ZLOOQRW
be saved [resuscitated]. It is not simple. Today one cannot buy 
arsenic and all sorts of things. Finally I bought something and I had 
to sign etc. OK. I got the medication. They asked me to sign [my 
request] and asked me why I needed it. Besides this I took not a 
>ELJ@ TXDQWLW\ >LQ@ WKUHH WLPHV , PDGH D ¶6/,&.· >LH VHFUHW
VWRFNSLOH@· 
¶+HUH >,VUDHO@ D SK\VLFLDQ FDQQRW JLYH« D >OHWKDO@ SUHVcription and 
nothing at all. I am very much in favour of this [giving lethal 
prescriptions]. Going to kill one self by hanging is better? They can 
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Patient 
identifier 
3DWLHQW¶VTXRWH 
HYHQUHPRYH\RXIURPWKHUHWKHURSH· 
¶,KRSH WKDW ,ZRQ·W KDYHDEUDLQKDHPRUUKDJH >DQG@ WKDW,ZLOOEH
abOHWRHQGOLIHZLWKWKHPHGLFDWLRQVWKDW,SUHSDUHGLQDGYDQFH· 
D  ¶,GRQ·WZDQWWRZDLWIRUVXFKDVLWXDWLRQWKDW,«ZRQ·WEHDEOHWRGR
anything. I want to do something while I still can. Before I lose 
everything. To be remembered. To be remembered as a human being 
and not as kind of horrible thing. [I wish to] either die from a heart 
attack or something similarly sudden, or that someone will do it for 
me [kill me]. I think it is much more dignified. When you see 
documentaries now [of people who] either drink something and go to 
[eternal] sleep, or are injected [with] something and go to sleep. 
7KDW·VLWGRHVQ·WKXUW· 
¶,I\RXKDYHDGRJWKDW LVYHU\ LOODQGVXIIHULQJWKHQ\RXSXW LWWR
sleep. So why not here? What? Are humans worse than dogs?..., He 
wKRLVLQEDGFRQGLWLRQDQGGRQ·WZDQWWROLYHGRQ·WILQGUHDVRQWKHQ
he needs to be allowed to die in dignity. This LVGLJQLW\· 
¶,I LW >LOOQHVV@ ZLOO NHHS SURJUHVVLQJ DQG LI LW >P\ FRQGLWLRQ@ ZLOO
EHFRPH YHU\ EDG , ZRQ·W ZDLW« LQMHFW .&O >SRWDVVLXP FKOoride] to 
the vain« , GRQ·W NQRZ LI , FDQ GR WKLV WR P\VHOI EXW WKLV LV DQ
H[FHOOHQWPHWKRG· 
E  ¶,GRQ·WZDQWWROLYHDQG,ZDVWROGWKDWP\ERG\ZLOOEHWUD\PHIDVW
>HQRXJK@QRWWRQHHGWRFRPPLWVXLFLGH· 
¶,DPDSHUVRQRIDFWLRQ,I,FDQQRWGR>EHDFWLYHWKHQ@,GRQ·WZDQW
to prolong it [life] more than needed.  
F  ¶,I VRPHWKLQJKDSSHQV WKDW« RU WKDW , DP D YHJHWDEOH*RG IRUELG
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Patient 
identifier 
3DWLHQW¶VTXRWH 
RU« WR HQG WR HQG WR HQG WR HQG 'RQ·W NHHS PH >DOLYH@ $GL
Talmor44 GLG WRWDOO\ VHQVLEO\« LQ D FRQWUROOHG ZD\ ZLWKRXW SDLQ« ,
WKLQN>FRQWLQXHVODXJKLQJO\@WKDWLWLVLGHDOLIRQHFDQVD\VR· 
¶, WKRXJKW WR HQG OLIH E\ P\VHOI LI , ZLOO EH LQ VLWXDWLRQ ZKHUH P\
EUDLQZLOOVWLOOZRUN7RWDNHSLOOV7KDW·VLW,WGRHVQ·WKXUW· 
¶3DLQLVQROLIHDQGZDLWLQJXQWLOLW>GHDWK@ZLll occur naturally, this is 
P\IHDUIRUWKHODVWPRQWKV>RIOLIH@· 
G  ¶7KHUH DUH VLWXDWLRQs that definitely are worth ending life and not 
dragging LW DW DOO FRVW YHU\ VLPSO\« 7KHUH DUH VLWXDWLRQV WKDW
EHWWHU WR HQG WKHP« :KHQ WKHPRPHQW FRPHVZKHQ \Ru see that 
WKDW·V LWDQG\RXNQRZZKHUHLW LVJRLQJWRZKDWIRU>DGG@DQRWKHU
GD\DQRWKHUWZRGD\VDQRWKHU\HDU":KDWIRU":KDWIRU"· 
¶, PD\ QHHG WR ILQG RWKHU PHDVXUHV DV VLPSOH DV WKDW« LW KDV
KDSSHQHG EHIRUH DQG LW ZLOO KDSSHQ KHUH« ,I , GRQ·W KDve some 
wonder-SLOOWKDW,FDQWDNHDQGVD\¶E\HE\H·LWPHDQVWKDW,QHHGWR
DFFXPXODWH SLOOV« DQG WKHQ DOVR WR GHFLGH ´2. WKHQ WRGD\ , ZLOO
WDNHLWµDOWKRXJKLWLVQRWWKHFRQGLWLRQ>WRQHHGLW@DQGWKDW·VDSLW\
MXVWSLW\· 
¶,W LV D SLW\ WKDW VRPHRQH OLNH« 0RWta Gur45, went [and] stuck to 
himself a bullet in the head. It is very sad that they force someone 
WRHQGOLIHLQVXFKDZD\LQVWHDGRIDPXFKPRUH«HOHJDQWZD\<HV"
Getting to bed, sleeping and not waking up, rather than sticking a 
bullet iQ\RXUKHDG«<RXNQRZ" WKH SUHVVXUHIURPWKH LOOQHVV LV
UHGXFHGEHFDXVHDOORIDVXGGHQ\RXIHHOLQFRQWURO· 
¶,KHDUGRIVRPHRQHZKRZHQWWR+ROODQG>WRGLH@:HOOQRZ,GRQ·W
have the money to go to Holland, but it may be a good idea to start 
savinJ«/RRNLWLVMXVWXQEHOLHYDEOHWKLVWKLQJ«WKDWWKH\GRQ·WKHOS
                                          
44 Adi Talmor ± A renowned Israeli radio-announcer, who hastened his death with the help of 
the Swiss Dignitas organization in 2011. 
45 Motta Gur ± A former Israeli politician and Chief of Staff of the IDF (Israeli Defence Force) 
who committed suicide by gunshot when his brain cancer became an advanced and 
incurable illness 
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Patient 
identifier 
3DWLHQW¶VTXRWH 
SHRSOHWRHQGOLIHZLWKGLJQLW\· 
H   ¶$GLJQLILHGZD\>WRHQGOLIH@LVWRSXWDQHQGWROLIHZKHQ\RXJHWWR
WKLV VLWXDWLRQ >VXIIHULQJ@ 1RW WR SURORQJ >OLIH@ LV >««@ WKH OLWWOH
that the ODZHQDEOHV$FWXDOO\ZKDW,ZDQWLVPXFKPRUH«,>««@
ZRXOG OLNH WKDW VRPHRQH ZKR VXIIHUV« IURP D WHUPLQDO LOOQHVV LQ D
terminal state, an incurable illness, will get medical help to end his 
life, and not be forced to face a situation where he needs to find 
DOWHUQDWLYH ZD\V« «ZKDW H[LVWV LQ 6ZLW]HUODQG LV H[FHOOHQW«  «,
would like to shorten as much as possible [my life]. If I arrive to 
WKLV,ZRXOGOLNHWRFXWLWVKRUW>««@IRUZKDW>WRSURORQJLW@" 
I can only tell you that I have prepared myself in case that I get to 
WKLVVLWXDWLRQ«,SUHIHUWKDWZHZRQ·WVSHDNDERXW LW,W LVD OHJDO
RIIHQVH«'R\RXKDYHWRNQRZWKHPHDQV":KDW,ZLOOGR" >««@
VRPHRQHWKDW>««@VRPHRQHGHWHUPLQHGZLOOILQGDZD\7KHUHDUH
ways that are easier and ways that DUHPRUHGLIILFXOWDQG«ZLWKWKH
KHOSRIPHGLFLQHLWFDQEHGRQHPXFKPRUHHDVLO\«DQGWKLVLVZKDW,
ZLVKWREH>DYDLODEOH@· 
I  ¶&DQ,WHOO\RX VRPHWKLQJ" >SRLQWVWR WKHDXGLRWDSHHPEDUUDVVHG@,
ZLOOILQLVKP\VHOI· 
¶7KH KHVLWDWLRQ LV YHU\ GLIILFXOW >LQ quiet voice:] I want to tell a 
secret. I went to the A&E and I took with me, in one of the times 
WKDW LW ORRNHG WR PH WKDW« , IHDUHG WR KDYH D VWURNH DQG , WRRN
with me, I took pills that I have here around 20 years. Little stock, 
I have a little stock. ,WRRNFDUHRILW· 
J  ¶,I LWGHSHQGHGRQPHRQO\,ZRXOGJRWRVRPHKRWHO«DQG«KDQJD
QRWHRQWKHGRRU¶SOHDVHGRQ·WGLVWXUE·>VDLGLQ(QJOLVK@>««@WKDW·V
LW«,ZRXOGQ·W«OLNH«WRGRWKLVWRWKHP>FKLOGUHQ@«EHFDXVHLWLVQRW
nice to live with this· 
¶,I,FRXOGZULWHZKDWHYHU,ZDQW,ZRXOGKDYHDVNHGDQ LQMHFWLRQ«
WKDW ZRXOG ILQLVK PH RQ WKH VSRW« 1R RQH QHHGV WR NQRZ DERXW
WKLV« LW LV D VHFUHW >««@ >EHWZHHQ@ SK\VLFLDQ >DQG@ SDWLHQW« WKH
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Patient 
identifier 
3DWLHQW¶VTXRWH 
SHUVRQ IDOOV DVOHHS DQG WKDW·V LW« 'RQ·W \RX XQGHUVWDQG" , GRQ·W
want, ah, to pull the trigger by myself. I want everything to look 
QDWXUDO· 
As can be perceived from the findings above, all ten patients wished to be 
able to terminate their life actively, in certain conditions. They all wished to 
have a pill or an injection to use not only if they lost capacity, but also if they 
felt that their life was not worth living anymore due to extreme suffering as 
they perceived it to be. Most of them spoke about ending life while they still 
had the capacity to do so, knowing that it was illegal and that no one else 
would do it for them once they lost capacity, or once they were unable to kill 
WKHPVHOYHVVXFKDVLIWKH\EHFDPHSDUDO\VHG.QRZLQJWKDWVXFKDµZRQGHU
SLOO¶ZDVQRWDYDLODEOHWKH\VKDUHGWKHLUVROXWLRQV with me, some more overtly, 
while others only insinuated them to me.  
Note: Patients were aware of the illegality of their solutions and shared them 
as secrets. Some were more cautious than others, yet I find it highly important 
to safeguard all of them, to allow the evidence to be presented without 
breaching the confidence and safety of the participants. 
4.4 Discussion 
From the findings presented in this chapter, there are many issues which 
could be discussed and compared with previous evidence, such as the illness 
experience. Yet, due to limitations of space and considering other data that 
will be presented in subsequent chapters, I have chosen to focus on the most 
prominent issues that emerged from the analysis, which I find substantially 
related to autonomy. Other issues will be discussed elsewhere in the thesis, 
or in additional publications.  
125 
 
4.4.1 Discussing autonomy, ADs, and their meaning for the 
patients 
The data presented in this chapter is strongly related to autonomy: patients' 
awareness of and involvedness regarding their illness and care, their 
individual wishes regarding life and its quality, their determination to express 
their wishes in writing, and their considerable need to control their lives and 
their impending death. Autonomy relies on aQ LQGLYLGXDO¶V DELOLW\ WR PDNH
decisions based on knowledge and understanding, and based on free will. 
Both the findings and previous literature show that in reality there are a 
number of problems regarding 'informed consent' and 'free will'. 
4.4.1.1 Autonomy and 'informed consent' 
One of the basic assumptions regarding autonomy is that people make 
decisions with full awareness and understanding of the choices, and of their 
respective risks and benefits (hence the term µLQIRUPHGFRQVHQW¶). However, 
as shown earlier, this postulation has been proven inaccurate by the findings 
of this study. Some patients were not aware of important issues such as: the 
legality of ADs, the meaning of being a witness in the AD document, and what 
treatments could be refused and under which conditions. In relevant 
examples (such as Dov's and Omri's cases) patients did not understand how 
ADs should be handled in case of incapacity. Recently-published evidence 
has also noted the lack of knowledge of some people making ADs, such as: 
confusion over terminology, legal issues, boundaries and possible outcomes 
or applicability of ADs (Andrews, Patel, Sanchez-Reilly et al., 2010; Jackson, 
Rolnick, Asche et al., 2009). These findings regarding the partial 
understanding of ADs suggest that patients' expectations from ADs may 
eventually be unmet, either because the document was illegal, or because 
patients tried to use the document in ways which were inappropriate or legally 
invalid. 
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4.4.1.2 Autonomy and free will 
An additional critical view of autonomy relates to another of its basic 
assumptions, which maintains that decisions are made in 'free will'. In 
practice, in the examples of some of the patients in this study, many of the 
SDWLHQWV¶ decisions regarding their present life were apparently affected by 
their relationships with loved ones. Meira, for example, reported feeling 
obligated to continue her treatments. She thought that if she stopped 
treatment, health care staff would pressurise her daughters, and this seemed 
even more unbearable to her than her own suffering. Although it was not her 
only motivation to carry on with dialysis treatments, it seemed significant to 
her: 
¶,I,VWRSGLDO\VLVWKH\ZLOOLPPHGLDWHO\FDOOP\GDXJKWHUV
DQGVWDUWWURXEOLQJWKHP«WKLVLVVRPHWKLQJ,GRQ·WZDQW
7KH\ >SK\VLFLDQV@ ZRQ·W OHDYH PH DORQH« «DV ORQJ DV ,
DP FRPSHWHQW , GRQ·W ZDQW« , WU\« WR WURXEOH P\
daughters as little DV,FDQ·>0HLUDSDWLHQW@ 
$VLPLODUDPELJXLW\DSSHDUHGLQ1RD¶VDQG'HEE\¶VDFFRXQWV: while they said 
that they were already too tired to keep on living and wished their life to end, 
they were also clearly saying that their dear ones needed them and that this 
commitment was important for them. They were talking simultaneously about 
death wishes and about the wish to remain alive as long as possible. Omri 
shared his preparedness to end his life, yet also his many efforts to remain 
alive because his wife was extremely dependent on him and he thought that 
in her current state of mild dementia, her condition would deteriorate 
considerably if he died. These and other examples in the findings support the 
claim that autonomy is seldom detached frRP WKH LQGLYLGXDO¶s relationships, 
and the individual is rarely completely free to make decisions regarding their 
own life, health and death. The theoretical view of autonomy looks at 
individuals very narrowly as if they are µDWRPLVWLF LQGLYLGXDOs¶ XQUHODted to 
other individuals (Dodds, 2000; Kendrick and Robinson, 2002). This concept 
of individualistic autonomy is criticised as 'narrow', perhaps due to its 
assumption that health care decisions are made in free will. Feminists argue 
that because the individual is part of a social network, decisions are rarely 
purely based on free will (Dodds, 2000; Kendrick and Robinson, 2002). The 
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WHUP µUHODWLRQDO DXWRQRP\¶ seems a much more appropriate lens through 
which to look at autonomy, because most individuals are part of meaningful 
relationships that not only affect their will, but also shape who they are 
(Mackenzie and Stoljar, 2000). This aspect of relational autonomy will be 
explored in greater detail in the next chapter, which looks at the interaction 
between patients and their relatives regarding ADs. 
The most noticeable and troubling evidence stemming from the findings 
presented in this chapter is the clash between individuals' autonomy and the 
principle of social justice, which will be at the centre of this discussion.  
4.4.1.3 Autonomy and the principle of social justice  
This chapter highlights a discrepancy between the law and patients' wishes or 
plans for their dying. This discrepancy appeared to be related not only to 
ignorance of the µ'\LQJ3DWLHQW$FW¶DPA) but also to a deep desire to have 
control over a lingering death, and this issue has additional moral 
LPSOLFDWLRQV$VVKRZQLQWKHILQGLQJVWKLVZDVQRWUHODWHGWR µGHDWKZLVKHV¶
but rather to: anticipatory fear from suffering in all its forms, considerable 
need to be in control, and a determined emphasis on the quality of life rather 
than its length. Patients did not know all the details and boundaries of ADs, 
but perhaps this did not trouble them because they had their own mind set on 
something that went beyond ADs and beyond the law. Importantly, most of 
the participants identified with wanting to control their EoL, not only if they lost 
capacity but also if they lost their independence. Not only does the Israeli law 
not support this, but it totally denies the option to hasten death. Before going 
any further with a discussion of this issue therefore, it should be emphasised 
that the findings do not claim to represent the general population, nor even 
the older population in Israel. They may to some extent represent people who 
have made ADs, but this may be suggested as the subject of further 
research. The tentative claim that the findings may represent some AD 
holders lies in the fact that, without any reference being made (within 
inclusion criterion for this study or within the preliminary phone conversations 
with participants), all ten patients shared in their interviews either a wish to 
hasten death or, in some cases, real plans and tools for such a death. While 
my sample was quite small, this finding is clearly significant.  
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Previous research evidence regarding the wishes of patients who have made 
ADVUDUHO\UHIHUVWRSDUWLFLSDQWV¶H[SOLFLWZLVKHV WRKDVWHQGHDWKXQOHVVWKLV
was the clear focus of the study (example: Schroepfer, 2006). Most studies  
examining patients' preferences (which tend to be quantitative), tend to make 
a comparison between given options, either regarding forms, statements or 
scenarios (Abbo, Sobotka and Meltzer, 2008; Moody, Small and Jones, 2002; 
Pekmezaris, Breuer, Zaballero et al., 2004; Pruchno, Lemay, Feild et al., 
2006; Sahm, Will and Hommel, 2005a). In those studies the option of 
hastening death was not available to participants, and indeed some studies 
concluded that patients' preferences are not always expressed in full due to 
the structure of the forms, which allow only limited choices (Abbo et al., 2008; 
Moody et al., 2002).  
Pautex, Notaridis, Derame et al. (2010), in Switzerland, went a step further 
and tried to investigate patients' preferences and values less rigidly, without 
using a copy of a set AD form. After providing information about ADs, the 
researchers asked those patients who were interested in making them to 
write their preferences down on blank paper. No one asked for the option of 
hastening death, although three participants were described as members of 
the 'right to die' organisation. The researchers also reported following patients 
who remained in the same hospital until their death, to see if ADs were 
respected. One of the noted outcomes of this follow-up, as reported by the 
researchers, was that three patients who were members of the 'right to die' 
organisation died peacefully and naturally without needing to hasten death 
(Pautex et al., 2010). This was one of the few studies that referred to patients' 
wishes to hasten death in a study that did not focus deliberately on this issue. 
Another study attempted to identify if there were medical conditions that were 
perceived worse than death (Yung, Walling, Min et al., 2010). The majority of 
respondents stated that coma, mechanical ventilation or tube-feeding 
presented circumstances in which they would prefer to die rather than 
experience such conditions/treatments (Yung et al., 2010). In a systematic 
review conducted by McPherson, Wilson and Murray (2007) which 
investigated 'self-perceived burden', there is evidence of suffering caused by 
the anticipation of becoming a burden, which was regarded as worse than 
death and was linked to hastening death (McPherson et al., 2007). 
McPherson et al. (2007) related to the term 'self-perceived burden' as 
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µHPSDWKLFFRQFHUQHQJHQGHUHGIURPWKHLPSDFWRQRWKHUVRIRQH¶VLOOQHVVDQG
care needs, resulting in guilt, distress, feelings of responsibility, and 
diminished sense of self¶ (McPherson et al., 2007: 115). In a recent 
V\VWHPDWLFUHYLHZRIVHYHQTXDOLWDWLYHVWXGLHVORRNLQJDWUHDVRQVIRUSDWLHQWV¶
wishes to hasten death (see Monforte-Royo, Villavicencio-Chavez, Tomas-
Sabado et al., 2012) LW ZDV IRXQG WKDW WKH µVHQVH RI VHOI¶ ZDV QRW RQO\
diminished but for some patients it was lost, and this caused existential 
VXIIHULQJ7KHµORVVRIVHOI¶UHIOHFWHGORVVRIERG\IXQFWLRQDQGZLWKLWORVVRI
independence), loss of control over life, and for some also the loss of 
meaning (Monforte-Royo et al., 2012). My findings support the findings of 
Monforte-Royo et al. (2012) DQG LQGLFDWH WKDW QRW RQO\ GR SDWLHQWV¶ 
VHOI-
perceived burden' in regard to others and its anticipation make them suffer, 
but also the anticipation of losing independence in regard to themselves. In 
addition to the empathic concern regarding their relatives, their independence 
was so valuable that losing it appeared inhumane to them, and for some this 
was worse than death. 
Previous evidence shows that suffering, which may present itself in various 
ways, may be a reason for some people to wish to hasten death, when there 
is no hope for reversal and when the process of deterioration is lengthy 
(McPherson et al., 2007; Monforte-Royo et al., 2012). Yet in referenced 
evidence regarding ADs, people did not ask to add 'hasten death' to their 
documents as a remedy for their suffering. In my study too, no one wrote in 
their document that they wanted to hasten death. In all ten interviews it was a 
VHFUHW WKDW WKH\ UHYHDOHG SHUKDSV ZKLOH µXQEXUGHQLQJ¶ WKHPVHOYHV RI WKHLU
secrets to me. Most of the patients did not consider it an option to share this 
secret with their relatives, nor with their physicians. Most of them felt forced to 
keep it a secret in order not to involve their relatives in a criminal act. In such 
circumstances it is not surprising that they considered ending their lives while 
in full capacity. This was seen as the only way to assure that their ultimate 
wish not to live, if they became incapacitated, could be respected. From the 
moment they were incapacitated their lives might not be prolonged, but they 
knew very well that such a situation could last a very long time, and this was 
an unbearable thought for most of the participants. 
These findings add to previous evidence by highlighting a need that seems so 
profound as to cause some people to consider breeching the law. The fact 
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that respectable individuals might feel a need to disregard the law suggests a 
conflict of values and not mere delinquency. The Israeli law, as well as laws in 
most countries of the world, absolutely forbids any form of hastened death. 
Laws are gate-keepers of the social order, and are intended to reflect its 
moral standards. When we look at the findings of the current study, moral 
µjustice¶ seems to encompass aspects that are broader than both pure 
resource allocation and looking at 'the public good'. In view of the prevalence 
of the finding (i.e. the fact that all the patients who participated in my study 
wished to have the option to shorten life actively under severe 
circumstances), it may be necessary to find a better balance between the 
value of the individual¶V autonomy and the value of justice (by protecting the 
interests of society as whole). Reflection of such a new balance in legislation 
may improve the possibility of preserving social order while keeping the value 
of autonomy. This may in turn enable people with similar needs to those of 
the patients in this study to express their needs openly and share them with 
their significant others and their Health Care Providers. 
4.5 Conclusion 
This chapter presented the experiences, beliefs, values, and needs that led 
people with LTC who are approaching death to make advance directives 
$'V ,W DOVR GLVFRYHUHG KRZ WKHVH SDWLHQWV¶ H[SHULHQFHV HVSHFLDOO\ DIWHU
becoming ill, influenced changes in the content of their ADs over time. Lastly 
LWLGHQWLILHGSDWLHQWV¶NQRZOHGJHDQGXQGHUVWDQGLQJRIZKDW$'VDUHDQGWKHLU
expectations and ideas as to how their ADs could potentially help them if they 
lost capacity, as well as the limitations of ADs to do that. 
This first step in the µrelay¶ of making an AD now needs to be safely 
transmitted to other players, in order to make the AD a relevant resource for 
the dying patient. The descriptions of the other players (relatives and 
physicians) will be held respectively in the following chapters. 
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CHAPTER 5: PATIENTS AND RELATIVES - THE 
INFLUENCE OF RELATIONSHIPS 
5.1 Introduction  
The previous chapter centred on the perspective of individuals who have 
advance directives (ADs). Yet, although ADs are the creation of an individual 
(the patient in this study) they are put in place to be carried out by others and 
not by the AD holder. The metaphor of a relay race was used in the previous 
chapter to highlight the fact that making an AD is only the first step in a 
sequence. The next steps, i.e. transferring the AD message to relatives and 
physicians, will be investigated further in this and succeeding chapters, to 
enable a broader view and a deeper understanding of the meaning of ADs in 
the lives of people who face end-of-life (EoL) due to a long term condition 
(LTC). This chapter will start by examining whether, to whom and how ADs 
are communicated to relatives; what patients expect relatives to do with such 
documents in relation to end-of-life decisions; and how relatives are affected 
by these expectations WKH WHUP µUHODWLYHV¶, refers to a diverse range of 
relatives who may be involved in ADs, as indicated in Figure 8, above). It will 
then proceed to examine challenges and dilemmas connected to SDWLHQWV¶
attempts to ensure that their wishes regarding their own EoL will indeed be 
fulfilled. Lastly, this chapter will discuss the main issues, compared with 
Patient 
partner 
parent 
friend/ 
cousin 
child 
sibling 
Figure 8: Potential relatives who may be involved in patients¶ ADs 
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H[LVWLQJHYLGHQFH,QVKRUWWKLVFKDSWHUORRNVDWµSDWLHQW-UHODWLYH¶G\DGVZKLFK
interact around ADs in complex ways. 
5.1.1 A few explanatory notes 
Before presenting the findings, it is important at this point to remind the reader 
of some contextual information. First, the distinction between the definitions of 
an advance directive, appointing a proxy decision maker for end-of-life (EoL) 
decisions, and a witness, as explained in Box 1, page 12 based on the Israeli 
µ'\LQJ3DWLHQW$FW- ¶ (DPA) (The Dying Patient Act, 2005). Second, the 
patient-participants in this study, who were all LILACH members, had used 
the pre-made AD forms provided by the LILACH46 organisation. Many were 
completely unaware of the existence of a legal AD form (see English version 
of the legal AD form in Appendix A, page 256).  Both patients and relatives 
tended unknowingly to confuse: ADs, the appointment of a proxy decision 
maker for EoL, and witness, and used them interchangeably, apparently 
unaware of either the legal relationship between the three or their legal 
restrictions. The moment when patients handed their AD documents to their 
relatives was understood, by patients and relatives alike, as marking the 
appointment of these relatives as future decision-makers who would advocate 
according to WKHSDWLHQW¶VZLVKHV(which were expressed in the AD) towards 
the EoL. Interestingly, the legal document appointing a proxy decision maker 
was not prepared by any of the participants in my study, even by those who 
had completed the legal AD document after the DPA enactment, and on the 
whole this appears to be due to lack of knowledge. It is therefore important to 
bear in mind while reading this chapter that the findings presented below 
reflect the meaning and understanding of ADs in the lives of patients and 
others around them; this does not necessarily follow the law, its boundaries 
and definitions, or generally accepted norms. One extreme illustration of a 
misconception that emerged from the interviews was the idea that an AD was 
VRPH VRUW RI SHUPLVVLRQ IRU /,/$&+¶V UHSUHVHQWDWLYHV WR DFWLYHO\ VWRS life-
support measures (permission that is not granted to anyone in Israel): 
                                          
46LILACH- an Israeli organisation to promote living and dying with dignity.  /,/$&+¶V$'SUR-
forma differs from the legal AD document, although in recent years it was amended to 
better fit the demands of the Israeli Dying Patient Act. 
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¶ZKDW,DFWXDOO\ XQGHUVWRRGIURP LW >$'GRFXPHQW@ZDV
that if something happened to him [father] from this 
OLVW« «, >FDQ@ FDOO WKHP >LH@ WKLV organisation 
[LILACH], someone from this organisation and they come 
WRKHOSPHDFWXDOO\«WRGLVFRQQHFWKLP OHW·VVD\IURPD
ventilator, such as [i.e. which] physicians are forbidden 
WRGR RU DOO VRUWV RI WKLQJV OLNH WKDW· >9LFN\ GDXJKWHU, 
case study 5 (CS5)]. 
Based on the perception of patients and relatives in my sample, and although 
the latter were not legally appointed, I would like to emphasise that: 
x I refer to the relatives, whom patients viewed as their representatives in 
the event of loss of capacity, mostly as decision makers, even though 
they were not officially appointed as such.  
x When nomination is discussed in this chapter, it means the non-official 
choice of decision makers by patients, rather than the legal appointment 
of a proxy decision maker through an official legal document.  
I hope that these clarifications will assist in better understanding the 
complexity of the following findings. I invite the reader to view them as echoes 
RISHRSOH¶V YDOXHV HPRWLRQVDQGQHHGV UDWKHU WKDQDV a reflection of their 
misinterpretations of legal documents (an issue which will be addressed later 
in this thesis). The first issue to be looked at in the findings is how the idea of 
having an AD was shared with relatives. 
5.2 Sharing the idea of ADs with relatives ± a 
process or an event?  
In the study sample a distinction emerged between spouses and other 
relatives in terms of how the process of sharing ideas unfolded concerning 
ADs, EoL wishes and views regarding illness and dying. With spouses, there 
seemed to be a process of sharing, while with others it appeared more as an 
event. In order to better follow the subtleties and variations of the findings 
below, Table 7 (below) describes for each of the interviewed patients: their 
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VSRXVH¶V VWDWXV DQG DWWLWXGHV WR $'V as well as revisions regarding the 
decision maker.  
Table 7: SSRXVH¶VVWDWXVDQGDWWLWXGHVWR$'VDQGDOWHUHGGHFLVLRQ-
makers 
 
 
Patient 
6SRXVH¶V
status 
Decision maker for 
SDWLHQW¶V$' 
5HODWLYH¶VDWWLWXGHWRZDUG$'V 
alive with 
capacity 
previous current Toward  
SDWLHQW¶V$' 
Does the relative 
hold an AD? 
spouse non-
spouse 
spouse non-
spouse 
1 yes yes spouse + unknown yes unknown 
2 no N/A spouse children47 + + no no 
3 --- N/A cousin --- + N/A no 
4 yes yes unclear spouse mixed 
feelings 
+ no no 
5 yes no spouse children + + yes no 
6 no N/A spouse children + + yes no 
7 yes no spouse child + + yes no 
8 yes yes spouse + Mixed 
feelings  
yes no 
9 48 yes yes unknown - - no no 
10 48 yes yes spouse + + yes unknown 
* Decision maker as perceived by the patients. They were not officially appointed as 
proxy decision makers.  
5.2.1 Sharing ADs with spouses and non-spouses 
Nine out of ten patients in my sample were married (of those, two had 
become widowed) and had children, while one patient (Naomi in CS3) had no 
nuclear family and her decision maker was a cousin (see Table 7, above). 
Eight out of nine married patients48 (all but the patient in CS9) seemed to 
have had a long, on-going process of sharing ideas with their spouses over 
the years, during which patients and their spouses had exchanged views on 
many issues including EoL wishes and ADs (see Table 8, page 137). Such 
exchanges were often triggered when one of the spouses heard about the 
                                          
47 The terms child/children are used throughout the chapter as a shorter form for adult-
child/adult-children 
48 Due to the limited data from patients 9, 10 (explained in the methodology chapter) the 
findings in this chapter will focus mainly on patients 1-8, adding when relevant the limited 
data from patients 9, 10. 
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option of making ADs (in the media or from people around them); when they 
experienced others around them dying of long-term illness (eight out of ten 
patients had shared such experiences); or when they heard stories of known 
Israeli celebrities with LTCs (such as Ariel Sharon49 and Motta Gur50). Hence, 
between spouses, the option of having ADs often stemmed from repeated 
and accumulated reactions and conversations about occurring events. In 
many accounts, discussion appeared to be one means of processing the idea 
and getting insights into wishes and needs, as Ben (1RD¶V husband) 
described it: 
¶,WLVQRWWKDWZHVDWRQHGD\>DQGVDLG@´OHW·VWDONDERXW
WKDWµ >LH $'V@ ,W GHYHORSHG RYHU WKH \HDUV WKH
GHILQLWLRQ´WKLV,GRQ·WZDQWµRU´WKDW,GRQ·WZDQWµ,W
ZDVQ·W FOHDU ZKHWKHU LW >$'@ KDd legal stance. It was 
more [a] declarative [act]« «LW LV VRPHWKLQJ WKDW
crystallises [i.e. forms@FRQWLQXRXVO\·>%HQKXVEDQG, CS1]. 
From what the patients and some spouses shared about it, discussing ADs or 
EoL between couples was easier when both spouses were in general 
agreement about them. In six of the case studies of married patients in this 
study (CSs 1,5,6,7,8,10) both the patient and the spouse had made ADs, 
whereas in the other three cases (CSs 2,4,9) the patient had an AD but their 
spouse did not. When the latter occurred, it was sometimes more difficult to 
discuss EoL issues. In CS4 fRUH[DPSOH<DUGHQ¶VKXVEDQG.RE\told me that 
he was unDEOH WRGLVFXVVKLVZLIH¶V$'at first, but when her AD document 
was ready and became a concrete fact he could not ignore her need any 
longer, and he then tried to cooperate with Yarden and became involved in 
WKHSURFHVV WR WKHSRLQWRIXVLQJ WKHSOXUDO WHQVH µZH¶ZKHQKHGHVFULEHG
the process to me: 
¶,WULHGWRLJQRUH>WKH$'@WLOOLWZDVILQDOLVHG««,FKRVH
to ignore till I saw the complete, the paper [i.e. AD 
document]. She was told that she needed two witnesses. 
                                          
49 Ariel Sharon ± A former Israeli prime minister who had a severe stroke, and who has been 
in a comatose state since 2006. He died 11th January 2014. 
50 Motta Gur ± A former Israeli politician and Chief of Staff of the IDF (Israeli Defence Force) 
who committed suicide by gunshot when his brain cancer became an advanced and 
incurable illness. 
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We decided to include the Rabbi. We told him and we 
signed him [Koby, husband, CS4].   
In another example, Adam (CS9) UHSRUWHG WKDW KLV ZLIH¶V UHVLVWDQFH WR
discussing his EoL preferences was so significant that he felt quite isolated 
and could not discuss such issues with her at all. Yet most of the accounts 
regarding spouses showed a tendency to communicate with them over many 
years and gradually build mutual understanding around EoL care needs and 
preferences.  
With non-spousal relatives, WKHVKDULQJDQGGLVFXVVLRQRISDWLHQWV¶$'VZDV
often different from the manner in which it occurred between most of the 
couples in my sample. Patients often approached their non-spousal relatives 
about their ADs when their mind was already set about their wishes and after 
completing their AD GRFXPHQWUDWKHUWKDQµdeveloping insights together over 
WKH\HDUV¶ [Ben, husband, CS1] (i.e. often having had a process of conversing 
about their wishes with their spouse in the past). In addition, as reported by 
patients and relatives alike, the way in which patients approached their non-
spousal relatives with their ADs seemed quite technical and quick; it was 
more a µRQH-WLPHHYHQW¶RIIDFWXDOO\WHOOLQJ relatives that they had an AD and 
handing a copy of the AD document to them, as will be demonstrated later 
(see also Table 8, page 137).  
$IWHUORRNLQJDWWKHZD\LQZKLFKWKHSDWLHQWV¶LGHDRIDQ$'ZDVVKDUHGWKH
next section will look at how patients engaged relatives to become their future 
substitute decision makers. The data in the following sections will highlight the 
fact that such an engagement was not as simple as patients tended to see it, 
especially with non-spousal relatives.  
5.3 Choosing and nominating the decision maker 
among relatives 
In order to demonstrate the first layer of complexity in engaging relatives to be 
decision makers for EoL issues, this section will focus on who was chosen to 
represent patient-participants (see Table 8, next page). 
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Table 8: Patients' attitudes toward relatives in regard to ADs 
 Sharing the idea of AD Nominating a decision maker 
Spouses Long process throughout 
common life trajectory 
Mostly the default nomination; 
Mostly unspoken and taken for 
granted by patient and spouse alike 
Non-spouses Mostly a one-time event of 
handing in the AD document 
+/- additional comments 
Usually a second-line nomination 
when the spouse is absent, 
deceased or without capacity 
5.3.1 Choosing the spouse 
In eight out of nine CSs in which patients were married, whether at the time of 
data collection or in the past (and now widowed), it appeared that the first 
choice for decision maker tended to be their spouses. Interestingly, the 
nomination of the spouse was not directly spoken about in the interviews with 
patients and relatives alike, and was not explicitly written in the AD 
documents WKDW , ZDV DEOH WR UHDG 1RD¶V >&6@ DQG <DUGHQ¶V >&6@ 7KH
LPSUHVVLRQWKDWLWZDVµREYLRXV¶WRPRVWFRXSOes is supported by the example 
of Debby and her husband Alon (in CS8), which clearly shows that both see 
WKHKXVEDQGDVWKHH[HFXWRURIWKHSDWLHQW¶VZLVKHV: 
¶,VSHDNZLWKP\KXVEDQG[Alon] openly and clearly. I tell 
him exactly what I want, what I feel, what I want him to 
do for PHQRZRUODWHU·>'HEE\SDWLHQW&6@. 
¶,ZLOOGRZKDWVKH>'HEE\@ZDQWV· [Alon, husband, CS8]. 
In this CS, Debby also told me that she had informed her siblings of her AD in 
case for some reason her husband was not there when something happened 
to her, again, indirectly relating to her husband as the µobvious' decision 
maker. Nominating the spouse seemed obvious to most of the patients as 
well as to their spouses, but I could only have the voices of two spouses (Ben 
in CS1 and Alon in CS8) because at the time of the interview with patients51, 
only these two were the nominated decision makers52. Apart from these two 
                                          
51 The nomination of Koby, the husband in CS4, occurred after the interview with the patient 
and this is discussed in Chapter 3. 
52 In CSs 2,5,6,7, I could not interview the spouses because two were deceased and two 
others lost capacity before the data collection; in CS10 I was not granted permission to 
interview the spouse. 
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cases (CSs 1,8), accounts from patients and other relatives whom I 
interviewed in the other cases indicated that it was taken for granted that 
before they lost capacity or died, spouses were the expected decision makers 
and vice versa (i.e. most spouses apparently expected the patients to be their 
substitute decision makers if they lost capacity before the patient). Further 
evidence that the role of the spouse as decision maker was an obvious 
choice was provided from two other examples in the sample: The wives of 
Omri (CS5) and of Dov (CS7) lost capacity and the husbands were their 
official decision makers (i.e. legal guardians) for all health decisions (including 
future EoL decisions). 
Two husbands, Ben (CS1) and Alon (CS8) suggested that a key reason for 
being nominated in the role as decision maker (should their wives lose 
capacity) was that they shared similar views with their wives about life, dying 
and death: 
¶)URPWKHEHJLQQLQJZHZHUHLQFRPSOHWHDJUHHPHQW>ZLWK
HDFKRWKHU@ DERXW WKLV XQUHODWHG WRKHU >1RD·V@ LOOQHVV
7KHLGHDORRNHGSRVLWLYHWRXV««>IRU@\HDUVWKHUH
LV VRPH NLQG RI DKK OHW·V FDOO LW MRLQHG walk. We have 
PDQ\ FRPPRQ DUHDV RI LQWHUHVW QRW RQO\ RQ WKLV LVVXH·
[Ben, husband, CS1]. 
¶)LUVW RI DOO LW ZDV D VKDUHG LGHD RI ERWK RI XV :H
thought about it together, we spoke about it; [then] 
went [on] and performed LW·>$ORQKXVEDQG&6@ 
But this view (that in order to become a decision maker the person needs to 
hold similar views) was not unanimous within the data. In two examples, 
husbands who did not share the same views as their wives about the need for 
an AD, and who did not make an AD, regardHG WKHPVHOYHV DV WKHLU ZLYHV¶
nominees: In CS2, 0HLUD¶V husband was immediately believed (according to 
RQHRIWKHGDXJKWHUV¶UHSRUWVto be 0HLUD¶V decision maker, and kept the role 
as long as he was alive; whereas in CS4 it took Koby a while until he viewed 
himself as an optional decision maker for his wife (this will be explained in 
greater detail in Vignette 2, page 147). CS9 is the only example in the sample 
where the patient (Adam) felt unable to nominate his wife as his future 
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GHFLVLRQPDNHUEHFDXVHVKHZDVQRW UHDG\ WRVSHDNDERXW$GDP¶V(R/DW
all, let alone take the role upon her. 
5.3.2 Choosing non-spousal relatives 
Choosing non-spousal relatives as decision makers occurred in five CSs. In 
four of those cases (CSs 2,5,6,7) it was reported that (adult) children were 
nominated secondary to the nomination of spouses, and this had happened 
only DIWHUWKHSDWLHQW¶VVSRXVHGLHGRU lost capacity. In a fifth case (CS3) the 
patient did not have a nuclear family, and when she became ill she chose two 
decision makers: her closest relative (a cousin) to whom she was emotionally 
attached, and another friend.  
5.3.2.1 Nominating children 
Regarding the nomination of children, in three cases patients related to all 
their children as being equally responsible53 for making decisions on the 
SDWLHQW¶VEHKDOILIWKH\ORVWFDSDFLW\: 
¶7KH [three] children know. I have a stand and they 
OLVWHQ« «$QG WKH\ >adult children] discuss among 
WKHPVHOYHV )DFLQJ P\ FKLOGUHQ ZRQ·t be a problem for 
me because whether they like it or not they will [all] 
DFFHSWZKDW,VD\·>6KHOO\SDWLHQW, CS6]. 
In two other cases there seemed to be reasons for nominating one child over 
others, as the example of a patient (Meira, CS2), and another example of a 
relative (Yoni, CS7) can show: 
¶, GHFLGHG WKDW WKH RQH ZKR ZLOO EH UHVSRQVLEOH LV P\
\RXQJHVWGDXJKWHU««VKHFDQEHWRXJKZKHQLW·VQHHGHG·
[Meira, patient, CS2]. 
                                          
53 According to the DPA it is possible to appoint two proxy-decision-makers (but not more) so 
that the second may substitute for the first, in case of absence or refusal (The Dying 
Patient Act, 2005: 80).  
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¶+H >IDWKHU@ WKLQNV WKDW , ZLOO« be more balanced, less 
emotional, and that I will spare him unnecessary 
VXIIHULQJ·><RQLVRQ, CS7]. 
Vicky (daughter in CS5) viewed herself as the most suitable nominee 
because she perceived herself to be more practical than her sister. Her father 
Omri, however, did not differentiate between his daughters and expected both 
of them to act as his representatives in due time. Noticeably, the accounts of 
patients and children who explained the nomination of one child over the 
others usually involved attributing specific qualities to the nominees such as 
toughness, assertiveness, being practical and being less sentimental.  
To summarise the findings from all the CSs regarding choosing a decision 
maker, it appeared that patients had a hierarchy of priorities in their 
nomination: The preferred option for a future decision maker was for the 
spouse, ZKRZDVXVXDOO\SHUFHLYHGDVWKHµQDWXUDO¶RUREYLRXVQRPLQHH; when 
this was not possible, the next choice was one or more of the children, and 
when neither were possible, the patient chose people who were emotionally 
close to them.  
After describing the choices of whom to nominate (see Table 8, page 137), 
the next section will relate to the communication patterns between patient-
participants and their relatives regarding ADs. 
5.4 Communication about ADs between patients and 
non-spousal relatives 
As mentioned earlier, the data indicates that the process regarding ADs was 
different when it involved spouses and when it involved non-spousal relatives. 
This section will concentrate on the communication with non-spousal relatives 
because on the whole it appeared more complex and problematic. Children 
did not seem surprised by the fact that ADs were made, because it had 
emerged from statements disclosed by the patients from time to time, as 
some children shared: 
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¶%HIRUH WKDW >i.e. before making the AD] it was always 
>VSRNHQ@\HVHYHUVLQFH,UHPHPEHU«>IDWKHUVDLG@µ,I
VRPHWKLQJKDSSHQVWRPH>DQG@WKDW,ZRQ·WEHDEOH>OLNH
ZKHQ@,FRXOGQ·WWDON,FRXOGQ·W>GR@WKLV,FRXOGQ·W>GR@
WKDWWKLVLVWKHPRVWVFDU\WKDW·VWKHPRVWVFDU\WKLQJµ
Dying never scaUHG KLP '\LQJ LV WKH HDVLHVW· [Vicky, 
daughter, CS5]. 
¶,WZDVFOHDUWKDWVKHKDVDYLHZRQWKLVPDWWHUDQGVKH
GRHVQ·WZDQWWR prolong life in [just] DQ\FRQGLWLRQ«,  «I 
am sure that there will be something general that will be 
known to all [of us], if you speak to other members of 
the family. The fundamental existence of such a request 
[Yagil, son, CS4]. 
However, although children were not surprised by the fact that their parents 
had made an AD, they faced difficulties which were related at least partially to 
communication barriers. 
5.4.1 Communication barriers regarding ADs 
µPDVVLQJ WKH EDWRQ¶ from the patient to the non-spousal relatives was often 
reported to happen by simply handing the AD document to them, and with 
little (if any) conversation regarding its content. However, some specific 
problems and communication barriers are important to underline.  
5.4.1.1 Not sharing the making of ADs with relatives 
One possible issue of communication between patients and relatives was that 
most of the patients did not think it was important to include their non-spousal 
relatives in the process of making ADs, while some of the relatives expected 
such sharing. Meira (patient in CS2), like other patients, did not want to 
include her daughters in the making of the document: 
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¶,GLGQ·WLQFOXGHWKHP>GDXJKWHUV@LQWKHZULWLQJSURFHVV
EHFDXVH , GLGQ·W VHH D QHHG IRU WKLV· >0HLUD SDWLHQW, 
CS2]. 
Yoni (son in CS7), like some other children, seemed to expect to be included 
in the process: 
¶,WLVQ·WWKDWKHFDPHWRGLVFXVVZLWKPHILUVWZKHWKHUWR
GRLWRUQRWDQGLI,FRXOGWDNHSDUW·><RQLVRQ, CS7]. 
5.4.1.2 Patients RYHUORRNWKHLUUHODWLYHV¶QHHGWR
communicate 
Most patients tended to describe the communication with their non-spousal 
relatives regarding their ADs as a straightforward act of handing the 
document to them. Some, but not all patients reported adding a short 
explanation or statement of their wishes. Some patients took it for granted 
that their relatives knew them well enough to know what they meant or 
wished, thus they did not see a need to discuss their wishes with their non-
spousal relatives. The next examples from some patients illustrate this claim: 
¶:H went over the [AD] form and I explained to him 
[Yoni] what I hand RYHU WR KLP , GLGQ·W H[SDQG WKH
ZRUGV>LHH[SODLQIXUWKHU@·>'RYSDWLHQW, CS7].  
¶7KH\HDFKKDYHDFRS\«DQG LW LVZULWWHQWKHUHZKDW,
ZDQW««:KHQ, MRLQHG/,/$&+, WROG WKHP ´)RU\RXU
NQRZOHGJHµ «7KH\NQRZPH>0HLUDSDWLHQW, CS2].  
¶, H[SODLQHG WR WKHP ZKDW D OLYLQJ ZLOO LV , VDLG ´\RX
VKRXOGGRRQHDVZHOOµ««,WROGWKHPWKDW,GRQ·WZLVK
WRSURORQJOLIH,GRQ·WZDQWWREHIHGQRUFDUHGIRUQRU
YHQWLODWHG QRU QRWKLQJ DQG LW·V DOl written here and 
WKDW·VLW· [Omri, patient, CS5].   
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5.4.1.3 5HODWLYHV¶IHHOLQJVRIEHLQJXQSUHSDUHG 
Most of the children reported that their first sight or knowledge of the 
document was quite abrupt:  
¶7KHQ RQH HYHQLQJ P\ IDWKHU DQQRXQFHG WR PH WKDW KH
filled in such a form [i.e. AD] and [that] I was appointed 
WR EH UHVSRQVLEOH« D \HDU   >years ago]· [Yoni, son, 
CS7]. 
¶,GLGQ·WNQRZWKDWKH[Omri, father] had contacted this 
association [i.e. LILACH]. He came one day with this 
form [i.e. AD]««,WKLQNDIHZ \HDUV>DJR@,GRQ·W
remember exactly [Vicky, daughter, CS5]. 
¶, UHPHPEHU WKDW VKH [Meira, mother] said that she 
wrote [an AD]«, «DQGWKDW·VLWVKHJDYHXV>DFRS\@6KH
said that she went to a lawyer, or to whoever she needed 
to go to, and that she SUHSDUHG FRSLHV IRU XV· >/HD
daughter, CS2]. 
The (adult) FKLOGUHQ¶V UHSRUWV VHHPHG WR UHIOHFW WKDW WKLV HQFRXQWHU FDXJKW
them unprepared (though they were not surprised) and that in most cases 
there was no further dialogue about it. In contrast to the one-dimensional 
accounts of the patients, the descriptions given by most of the children about 
the way in which ADs were communicated to them highlighted how much 
more complex the whole process of being given this responsibility is. Some 
complexity is reflecWHG LQ<RQL¶VZRUGVEHORZDQGZLOOXQIROG IXUWKHU ODWHU LQ
the chapter: 
¶+HGLGQ·WHYHQDVNPHLI,ZDVZLOOLQJ««,JXHVV,ZRXOG
have taken the time to think before I would have told 
KLP´\HVµ%XWKHGLGQ·WDVNPHRU [rather], on the spot, 
he told me that he nominated me and if I was OK with 
that, DQG LI , ZDV ZLOOLQJ WR ORRN DW LW >$' GRFXPHQW@·
[Yoni, son, CS7].  
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Most non-spousal relatives thought that they did not know exactly what the 
patient wanted or meant. Yagil (CS4), for example, said that his mother talked 
about EoL wishes from time to time, yet such vague conversations did not 
reassure him enough, because he had not seen anything in writing and did 
not know what an AD form looked like or what it contained:  
¶6KH VDLG RQFH RU WZLFH DQG GLGQ·t specify, that if it 
FDPHWRDFHUWDLQXQFOHDUVLWXDWLRQVKHGRHVQ·WZDQt [to 
SURORQJKHUOLIH@««[she said that] there are situations 
LQZKLFKVKHZRXOGQ·WZDQWWRNHHSRQOLYLQJEXW>LWZDV@
not in a written form. [it was] orally in an undetailed 
manner« «7LOO WKLV GD\ , KDYHQ·W VHHQ WKH >$'@
GRFXPHQW,GRQ·WNQRZwhat LWORRNVOLNHZKDW·VZULWWHQ
in it, what she chose to define as a situation in which she 
GRHVQ·WZDQWUHVXVFLWDWLRQ
><DJLOVRQ, CS4].  
5.4.1.4 Having different perspectives on communication 
Parents and children seemed to view communication in different ways. Yagil, 
for example, GLG QRW UHFDOO DQ\ UHDO FRQYHUVDWLRQV UHJDUGLQJ KLV PRWKHU¶V
(Yarden) AD, but meagre sporadic statements: 
¶6KH PHQWLRQHG LW IURP WLPH WR WLPH EXW WKHUHZHUHQ·W
FRQYHUVDWLRQVRQWKLV·><DJLOVRQ&6@ 
6XUSULVLQJO\<DJLO¶V H[SHULHQFH was quite different from the impression that 
Yarden (the patient and <DJLO¶V PRWKHU UHSRUWHG having gained from 
conversations with him and other family members: 
 ¶,VSRNHZLWKWKHP>IDPLO\@DQGGLGQ·WILQGDQ\REMHFWLRQ
No objection. Absolutely. With my husband and with my 
FKLOGUHQ« «7KH FKLOGUHQ DVNHG PRUH TXHVWLRQV« «0\
children asked very much, about what it [AD] includes, 
what does it mean, what is the meaning of this to me, 
HVSHFLDOO\ P\ HOGHUV >LH HOGHU FKLOGUHQ@· ><DUGHQ
patient, CS4]. 
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Communication with non-spousal relatives about EoL wishes and/or ADs was 
most often reported by relatives as overly concise and was experienced by 
many relatives as too simplistic; it was sometimes so vague and informal as 
to pass unnoticed. Apparently, not many questions were asked at the 
occasion of handing over the copy of an AD:  
¶6KHH[SODLQHGZKDWLV>DQ@$'WKDWVKHGRHVQ·WZDQWWR
EH¶messed with·[i.e. annoyed with medical interventions] 
WRRPXFK««,GRQ·WUHPHPEHULIZHKDGTXHVWLRQV&RXOG
EH WKDW ZH GLGQ·W« ,W >PRP·V YLHZ@ ZDV TXLWH FOHDU >,@
VLPSO\ GRQ·W UHPHPEHU WR EH KRQHVW· >/HD GDXJKWHU
CS2]. 
One reason for not asking too much seemed to be related to the difficulty 
relatives have in talking about sensitive issues with patients, as will now be 
illustrated. 
5.4.1.5 Having difficulty discussing death and dying 
Discussing their parents¶ AD was difficult for children in the sample, although 
some were more explicit than others about it. Yagil for example said that one 
reason for such difficulty may be that discussing EoL wishes with patients 
evokes emotional distress for relatives:  
¶, DPQRW WKDWKDSS\ WR WDON DERXW LW ,GRQ·WEHOLHYH LQ
the evil eye or something, but it is nevertheless giving a 
name to something that frightens you. It is always 
GHWHUULQJ,W·VWKHNLQGRIWKLQJWKDWPRVWSHRSOHZRXOG
rather not talk aERXWXQOHVVWKHUH·VQRFKRLFH·[Yagil, son, 
CS4]. 
&KLOGUHQ¶V VWUDWHJLHV IRU FRSLQJ ZLWK WKLV GLIILFXOW\ YDried. Lea (CS2) for 
example told me that whenever her mother said things that seemed relevant 
to EoL decisions, she took notes and kept them where she kept the AD copy, 
hoping that these statements would help her in the future to make decisions 
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on her mothHU¶V EHKDOI, but apparently she did not ask her mother for 
clarifications: 
¶,DOVRZULWHWKHUHLQKHUIDPRXVILOHWKHVHFUHWRQH>a 
file Lea QDPHG´PRWKHU·VGRFXPHQWVµDQGZKHUH$'VDUH
kept], I write all sorts of things that she says. I hope 
that we will kQRZZKDWWRGR·>/HDGDXJKWHU&6@ 
Yagil and Vicky described another strategy for coping with discomfort by 
avoiding it as much as possible: 
¶$QGQRZQRW ORQJDJRKH [Omri] WROGPH´LW>$'IRUP@
ZDVUHQHZHG+HJDYHPHWKLV>WKHFRS\@««KHWROGPH 
WKDW WKHUH DUH QHZ FULWHULD QHZ WKLQJV , GLGQ·W HYHQ
UHDG LW , SXW LW LQ WKH GUDZHU WR NHHS LW· >9LFN\
daughter, CS5] 
¶,W LV D NLQG RI ¶PLGGOH DUUDQJHPHQW· WR NQRZ >WKDW@ LW
>$'V@H[LVWVDQGGHDOZLWK LWRQO\ZKHQZHZLOOKDYHWR·
[Yagil, son, CS4]. 
5.4.1.6 µ$QLOOXVLRQRIFRQVHQVXV¶ 
Another potential difficulty of communication around ADs was that patients 
probably spent a lot of time thinking about their EoL wishes while alone 
because it was an important issue for them, so much so that they ended up 
feeling as if they had talked about it with others much more than they actually 
had: 
¶7KH\>$'PDNHUV@KDYHDQLOOXVLRQRIFRQVHQVXV««JRRG
FKDQFHV WKDW KHUH DV ZHOO LW ZLOO EH OLNH WKLV« «6KH
[Yarden@ GLGQ·W JHW LQWR GHWDLOV DQG QHLWKHU GLG we 
becausHZHKRSHGYHU\PXFKWKDW LWZRQ·WFRPHWRWKLV
>WKHPRPHQWWRQHHGWKH$'@««VKHLVGHDOLQJ with this 
much more [than us]« «FKHFN ZLWK P\ PRWKHU VKH
WKLQNVWKDW,NQRZPRUHWKDQZKDW,UHDOO\NQRZ««VKH
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is much more preoccupied with this than us, and yes, she 
LV LQ D FRQVWDQW DQ[LHW\ , NQRZ WKLV IRU VXUH« «0\
mother went through a process and it was probably 
intimidating to her as well [at first] to deal with this. 
But when you are ill there is this point when you 
understand that you have to deal with that, or you make 
a choice [to ignore], that will have very high costs, so 
UDWKHU\RXIDFHLWDQGQRW´OHDYHLWLQDGUDZHUµ> WU\WR
DYRLGLW@·><DJLOVRQ@ 
5.4.2 Possible consequences of these communication barriers  
Gaps between the needs of relatives (especially non-spouses) and those of 
patients with ADs appeared to affect not only the communication between 
them but also possibly the outcomes and experiences of both patients and 
relatives. The specific example of Naomi (patient) and Carol (cousin) in CS3 
(see synopsis on page 71), is outlined in greater detail (Vignette 2, below) to 
illustrate this claim usefully. Here, circumstances arose where Carol might 
potentially have had to act on the AD, \HW 1DRPL OLYHG WR µWHOO WKH WDOH¶ DQG
FRPPHQWRQ&DURO¶VDFWLRQVDWWKDWWLPH.  
Vignette 2: The example of the communication between Naomi and 
Carol [CS3]  
%RWK1DRPLDQGKHUFRXVLQ&DUROVKDUHGDIDPLO\VWRU\DERXWWKHLUJUDQGPRWKHUZKR
UHSHDWHGO\ GHFODUHG WKDW VKH UHIXVHG DQ\ DFWLYH PHGLFDO WUHDWPHQWV WR SURORQJ KHU
OLIH :KHQ WKH JUDQGPRWKHU EHFDPH FULWLFDOO\ LOO KHU GDXJKWHUV LH &DURO¶V DQG
1DRPL¶V PRWKHUV NHSW KHU DW KRPH DQG VWD\HG ZLWK KHU XQWLO VKH GLHG GD\V ODWHU
7KHLUGHFLVLRQZDVVXSSRUWHGE\WKHJUDQGPRWKHU¶V*3)URPWKHVHSDUDWHVKDULQJRI
1DRPLDQG&DURO,FRXOGGHWHFWWKDWWKLVZDVYLHZHGE\ERWK1DRPLDQG&DURODVD
GLJQLILHGGHDWKDQGDVDSRVLWLYHH[DPSOHRIKRZOLIHZLWKDORQJWHUPLOOQHVVVKRXOG
RSWLPDOO\HQG 
3RVVLEO\EDVHGRQWKHLUVKDUHGIDPLO\KLVWRU\VWRULHVDQGYLHZV1DRPLDVVXPHGWKDW
KHUZLVKHVDQG$'VZHUHFOHDUWR&DURO%RWK1DRPLDQG&DUROUHSRUWHG OLWWOHLIDQ\
GLVFXVVLRQDURXQG1DRPL¶VZLVKHVZKHQVKHQRPLQDWHG&DURODVKHUGHFLVLRQPDNHU
DQGKDQGHGKHUD FRS\ RI WKH$'<HW LQ WKH µPRPHQW RI WUXWK¶ ZKHQD UHVSLUDWRU\
FULVLV RFFXUUHG VHH V\QRSVLV 1DRPL ZDV EURXJKW WR KRVSLWDO XUJHQWO\ DQG ZDV
PHFKDQLFDOO\ YHQWLODWHG DSSDUHQWO\ DIWHU PXFK SUHVVXUH IURP WKH PHGLFDO VWDII RQ
ERWK1DRPLDQG&DURO1DRPLVXUYLYHGWKLVLQWHUYHQWLRQEXWXOWLPDWHO\WKLVJDYHULVHWR
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DFRQIOLFWEHWZHHQWKHWZR1DRPLDQG&DUROWKDWOHIW&DUROFRQIXVHGDERXWKHUUROH
DVGHFLVLRQPDNHU1DRPLRQ WKHRWKHUKDQG UHSRUWHGEHLQJ OHIW IUXVWUDWHGDWEHLQJ
PHFKDQLFDOO\YHQWLODWHGDJDLQVWKHUZLVK/RRNLQJEDFNLQUHWURVSHFW&DUROVDLGWKDW
VKHKDG LQKHUPLQG WKH LGHD WKDW$'V DUH IRUDJUDGXDOGHFOLQHDV LQ FDQFHU DQG
UHQDOIDLOXUHDQGWKDWVKHZDVQRWDWDOOSUHSDUHGIRUDQDFXWHUHVSLUDWRU\FULVLV 
·,QHYHU WKRXJKWWKLVZRXOGEHWKHVLWXDWLRQ,ZLOOEHLQ«,«
when I signed it [AD document] I saw [in my mind] my friend 
>ZKRKDGFDQFHU@««¶,I\RXNQRZWKDWWKHUHLVQRZD\EDFN«,
JRWRWKHSK\VLFLDQVDQGVD\´/HWKHU>LHDOORZKHUWRGLH LQ
SHDFH@«µ 7here is no question at all! I have no doubts! But 
when my cousin is suffocating and we need to ventilate her and 
WKHQ ZH ZLOO VHH VRUU\ WKLV LV QRW WKH VDPH VLWXDWLRQ« «,
GLGQ·W WKLQN WKDW WKLV ZLOO EH WKH VLWXDWLRQ >WKDW@ , ZLOO
HQFRXQWHU« DOWKRXJK , VDZ KHU IDWKHU« >O\LQJ@ LQ WKH
>KRVSLWDO·V@ FRUULGRU DQG KH KDG WKLV GHVSHUDWH ORRN LQ KLV
H\HV·>&DUROFRXVLQ&6@ 
1DRPLDOWHUQDWLYHO\UHIOHFWHGRQKHUPLVFRQFHSWLRQWKDWKHUWKRXJKWVZHUHFOHDUDQG
REYLRXV WR &DURO DQG VKDUHG KHU LQVLJKW WKDW VKH VKRXOG KDYH EHHQ PRUH H[SOLFLW
DERXWKHUZLVKHV 
¶:H FDQQRW DVVXPH ZKDW·V LQ WKH RWKHU·V PLQG« 7KRXJKWV
IHHOLQJVHPRWLRQVZLVKHV,IZHGRQ·WWDONDERXWLWQRRQHFDQ
know what [we mean]. If you want something, say it. How can 
\RX H[SHFW" «DQG WKLV LV ZKDW KDSSHQHG KHUH , PHDQ« ,
made her sign, and another good friend of mine, on the AD 
[document]. Now, it was clear to me, especially in light of my 
[health] condition that this is a matter of life or death. I had 
no doubt. She [Carol] ZDVQ·W DZDUH RU GLGQ·W ZDQW WR NQRZ
'RHVQ·W PDWWHU« « 0\ FRXVLQ ZDVQ·W« ZDVQ·W UHDG\ , NQRZ
Look, it is one thing when you know theoretically that there is 
VRPHWKLQJOLNHWKLV>$'@«DQGGLIIHUHQW>WKLQJ@WRVD\2.QRZ
\RXHQGDOOWKLV>LHOLIH@·>1DRPLSDWLHQW&62].  
$SSDUHQWO\LQWKLV&6&DUROKDGUHJDUGHGWKHUHVSLUDWRU\FULVLVDVDQLVRODWHGDFXWH
DQG UHYHUVLEOH HYHQW RU SHUKDSV VKH ZDV QRW IXOO\ DZDUH RI WKH VHYHUH VWDJH RI
1DRPL¶VLOOQHVV1DRPLLQFRQWUDVWVHHPHGWRWDOO\DZDUHRIKHUJUDGXDOGHWHULRUDWLRQ
RIWKHJURZLQJRGGVRIKDYLQJWKHQH[WFULVLVDQGRIWKHJURZLQJOLNHOLKRRGVKHZRXOG
QRW EH DEOH WR RYHUFRPH WKH QH[W FULVLV RU ZRXOG QRW EH UHOHDVHG IURP WKH QH[W
PHFKDQLFDO YHQWLODWLRQ1DRPLZDVDZDUH WKDWKHU LOOQHVVZDV LQ LWV ODVW VWDJHDQG
GHVFULEHGKHUFRQGLWLRQDVµHQG-VWDJH&23'¶ 
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I chose the above example to emphasise that although in some cases 
participants felt comfortable with someone who shared the same or similar 
views (as presented earlier), shared views about EoL are clearly not enough 
and communication is critical. Barriers to communication can (and did in the 
above example) severely affect the ability to make decisions at critical 
junctures, and therefore effective communication is pivotal to nominating a 
proxy decision maker for EoL care. 
5.5 The decision maker role 
The previous sections portrayed who was nominated by patients with ADs, 
how patients conveyed their ADs to their relatives, and the barriers to 
communication and their possible outcomes. This section describes how the 
transmission of responsibility for EoL decisions (which was typically 
symbolized by handing the AD forms to relatives) was perceived by both 
patients and non-spousal relatives, with greater emphasis on the relatives.  
5.5.1 Adult cKLOGUHQ¶VUHDFWLRQVWREeing in the decision-making 
role 
The following examples RI µSDWLHQW-FKLOG¶G\DGV (from CSs 2,5) illuminate an 
DVSHFWRIWKHJDSEHWZHHQSDWLHQWV¶GHVFULSWLRQVDQGWKose of their nominated 
relatives. Two pairs of accounts are presented in order to stress the contrast 
between patients¶ UHSRUWV of the seemingly straightforward reaction of their 
relatives, and theLUFKLOGUHQ¶V reports.  
7KH ILUVW H[DPSOH LV 0HLUD¶V DFFRXQW FRPSDUHG ZLWK KHU GDXJKWHU /HD¶V
perspective (CS2), which shows that behind the apparent respect and 
DFFHSWDQFHWKHUHLVDFKLOG¶VZRUU\RYHUWDNLQJUHVSRQVLELOLW\DQGPDNLQJWKH
µZURQJ¶GHFLVLRQV: 
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¶7KH\>GDXJKWHUV@DFFHSWHKDOOP\GHFLVLRQV7KH\NQRZ
that [i.e ZKDW,ZDQW@«WKDW·VLW>««@DQGWKH\UHVSHFW«
P\ZLVK$QGEHFDXVH,«VWLOODP«QRWHQWLUHO\VHQLOH«
WKH\«DFFHSWZKDW,VD\·>0HLUDSDWLHQW&6@ 
¶$QG LW·V D ELW IULJKWHQLQJ EHWZHHQ \RX DQG PH D ELW
IULJKWHQLQJ 2I FRXUVH LW·V IULJKWHQLQJ 7R GHFLGH IRU
PRWKHU" 2I FRXUVH LW·V IULJKWHQLQJ« «7KH IULJKWHQLQJ
>WKH IHDU@« WKH GLIficult, [is] that maybe I will decide 
something wrong [yes]?... That I will make a mistake. 
Well, I presume that eventually we will do it together, 
P\ VLVWHU DQG , <HV , VXUH KRSH VR« «0D\EH ZKDW
VFDUHV PH LV WKDW VXGGHQO\ , ZLOO KDYH WR LQLWLDWH« WR
maNH D GHFLVLRQ /RRN LW LV IULJKWHQLQJ IRU PH , FDQ·W
KHOSLW,W·VIULJKWHQLQJ««>VLJKLQJ@,KRSHZHZRQ·WJHW
WRLW·>/HDGDXJKWHU&6@ 
Next is a similar comparison between the accounts of Omri and his daughter 
Vicky (CS5), which shows that a passive reaction and neutral facial 
H[SUHVVLRQPD\KLGHGLIILFXOWLHVLQFRSLQJZLWKWKHSDWLHQW¶VUHTXHVWV: 
¶7KH\>GDXJKWHUV@DUHREHGLHQWWKH\GRQ·WDUJXH5HDOO\
Now that you ask a question, I am thinking [about] what 
their facial expression was. [it was liNH@´)DWKHUZDQWVLW
VR>LHWKLVZD\@WKHQVREHLWµ·>2PULSDWLHQW&6@ 
¶7KHUHZHUHDOUHDG\VLWXDWLRQVZKHQZHWKRXJKWWKDWLW·V
the end, operations, hospitals. It [AD form] wakes the 
PHPRULHV RI WKRVH WLPHV« \HV >LW·V KDUG@ WKDW·V ZK\ ,
put the [AD] document in the drawer. But this is my 
personality. I am the opposite of him [father]. I cannot 
ZRUU\IRU WKH ORQJ WHUPDERXWVXFKGLIILFXOWPDWWHUV«
«,QHXWUDOLVHDQ\ZRUU\«SXWDZD\UHSUHVV0D\EHLWLV
an outward appearance, maybe it is half [parWLDO@« «
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/RRNLIOHW·VVD\LILWLVDFHUHEUDOHYHQW>i.e. CVA], you 
[i.e. one] always have the hope that it will be absorbed, 
pass, recovered, these sorts of things, this is the 
GLIILFXOW\« «SHUKDSV >LW LV@ QRW \HW WKH HQG« «, ZLOO
have more difficulty to decide when is the [right] 
PRPHQW««,KRSHZHZRQ·WJHWWRWKLVPRPHQWZKDWFDQ
,WHOO\RX>ODXJKHGHPEDUUDVVHG@·>9LFN\GDXJKWHU&6@ 
It can be noticed that the patients in the above dyads emphasised obedience 
or compliance with their requests, while children in the dyads were 
preoccupied with their own fears of making µwrong¶ judgements and/or µwrong¶ 
decisions regarding their parents. 
Different types of reactions of children to their nomination as decision makers 
were noticeable, and I identified these as: distress, reassured acceptance, 
and refusal (see Table 9, below). We will now look at the three types of 
response in turn. 
Table 9: Adult children's degree of obligation to their nomination as 
future decision makers 
Acceptance Refusal 
Distress Calm 
Lea (CS2) 
Vicky (CS5) 
Yoni (CS7) 
Dekel (CS6) Yagil (CS4) 
5.5.1.1 Adult cKLOGUHQ¶VGistress at their nomination as 
decision makers:  
Most children who were interviewed (CSs 2,4,5,7) expressed distress at their 
nomination. One description is particularly illustrative of the emotional burden 
that children experienced: 
 ¶$WILUVW,GLGQ·WWKLQN,WROGKLP>IDWKHU@´2.µ««WKHQ
\RX VWDUW WR WKLQN DERXW WKH PHDQLQJ« «(YHU VLQFH LW
has penetrated [to me] I am walking around with a stone 
RQP\KHDUWEHFDXVHLWZRUULHVPHYHU\PXFK««RQHRI
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the things that are heavy on me, is the realistic 
possibility that I will have to decide, whether they 
[parents] will be connected to [medical] devices or not. 
[It@ LVYHU\ERWKHULQJ««,DPERWKHUHGIURPSUHVVXUH
RIWKHIDPLO\««,DPPRVWO\IULJKWHQHGLI,DP>ZLOOEH@
GRLQJ WKH ULJKW WKLQJ« «WR EH KRQHVW , DP DIUDLG D
mortal fear from the moment that I will have to decide 
>IRU WKH SDUHQWV@« 7KLV ZLOO EH , WKink, the most 
difficult decision that I will have to make in my entire 
OLIH·><RQLVRQ@ 
5.5.1.2 Accepting the role  
&RQWUDU\ WR WKH ODVW WKUHH H[DPSOHV DERYH RI /HD 9LFN\ DQG <RQL¶V
UHDFWLRQV'HNHO6KHOO\¶VVRQLQ&6seemed to accept the decision-maker 
role without fear or question. He viewed it as quite a trivial nomination (taking 
the place of his father who was now dead). He reported feeling quite 
FRQILGHQWZLWKKLVPRWKHU¶VZLVKHVUHJDUGLQJ(R/KHwanted mainly to ensure 
the best outcomes for his mother and he was preoccupied with the best ways 
of fulfilling these outcomes: 
¶>)RU@ DQ\WKLQJ >LH DQ\ PHGLFDO SURFHGXUH@ EHIRUH >LW@
will be connected [to her] I will ask if it can be 
GLVFRQQHFWHG,W·VDIULJKWHQLQJFULWLFDOMXQFWLRQWKDWLI
you miss the right second, afterward you need high court 
MXVW WR DOORZ \RXU PRWKHU WR GLH« «, VLW QRZ , NQRZ
where I am watching. I sit there and watch like a 
faithful dog and nobody passes without me knowing what 
LW LV $QG LW·V D UXOH WKDW LV JHQHUDO HQRXJh so I can 
remember [i.e. LQWHUQDOLVH@ LW HDVLO\ , GRQ·W KDYH WR
remember any specific tube. I just need to remember to 
check everything before it gets in [i.e. inserted to 
6KHOO\·VERG\@·>'HNHOVRQ@ 
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5.5.1.3 Refusing the role  
Unlike four children in this sample (CS 2,5,6,7) who felt obligated to their 
nomination as decision makers (whether they were comfortable with it or not), 
in CS4 things appeared differently. Yagil (son of Yarden, CS4) did not want to 
become the decision maker and indeed refused to take on the role. I will use 
this example (see Vignette 3 below) as an exception that may be useful 
through comparison to clarify the dynamics in the other CSs. 
Vignette 3: The exceptional example of role-refusal 
,Q &6 WKH SDWLHQW <DUGHQ SHUFHLYHG WKDW KHU KXVEDQG ZDV XQFRPIRUWDEOH ZLWK
GLVFXVVLQJKHU(R/SUHIHUHQFHVDQG$'DQGWKHUHIRUHVKHGLGQRWZDQWWRIRUFHKLP
WRWDNHRQWKHUROHRIGHFLVLRQPDNHU 
¶0\KXVEDQGLWIULJKWHQHGKim a bit, all this issue. At first, he 
VRUW RI >DVNHG@ ´ZKDW GR \RX QHHG LW >$'@ IRU"µ· ><DUGHQ
patient, CS4] 
<DUGHQ VDLG WKDW VKH ZDQWHG WR QRPLQDWH D GHFLVLRQ PDNHU ZKR ZRXOG IHHO
FRPIRUWDEOHZLWKPDNLQJGHFLVLRQVRQKHUEHKDOILIVKHORVWFDSDFLW\6KHWKRXJKWWKDW
LI WKHQRPLQHHKDGVLPLODUYLHZV WKLVZRXOGPDNHLWHDVLHU WR WDNHGHFLVLRQVRQKHU
EHKDOIZKHQWKHQHHGDURVH<DUGHQWUXVWHGKHUVRQWREHVXLWDEOHEHFDXVHERWKVKH
DQGKHUVRQVKDUHGVLPLODUYLHZVUHJDUGLQJQRWSURORQJLQJ OLIHZKHQFDSDFLW\ LV ORVW
GXULQJORQJWHUPLOOQHVV6KHGHVFULEHGKRZVKHGHFLGHGWRQRPLQDWHKHUVRQZLWKRXW
GLVFXVVLQJLWZLWKKLPDWDOODQGDSSDUHQWO\MXVWWRRNKLVDJUHHPHQWIRUJUDQWHG 
¶,KDYHQ·WGLVFXVVHGZLWKKLP >VRQ@DERXWWKLVEXW,WROGKLP
that I will choose him as the person who will execute my 
ZLVKHV ,W ZLOO EH HDVLHU IRU KLP WKDQ IRU P\ KXVEDQG« «,
GRQ·WNQRZ LIP\KXVEDQGZLOOFROODERUDWHWKDWPXFK>ZLWKP\
wishes] but definitely my son [Yagil], my daughter [name] and 
my friend [name] [will collabRUDWH@·><DUGHQSDWLHQW@ 
<DJLO <DUGHQ¶V VRQ FRQILUPHG WKDW <DUGHQ¶V ZLVKHV WR QRPLQDWH KLP DV KHU IXWXUH
GHFLVLRQ PDNHU ZHUH QRW GLVFXVVHG ZLWK KLP SUHYLRXVO\ DQG KH H[SUHVVHG
GLVDJUHHPHQWZLWKKHUGHFLVLRQWRQRPLQDWHKLPRYHUKLVIDWKHU 
¶7KH ILUVW time it [i.e. the nomination as decision maker] was 
discussed with me was actually after you [i.e. the researcher 
TM] addressed my mother. She did not share this with me 
previously. I am not sure whether she decided previously 
exactly who she wanted [to be WKHGHFLVLRQ PDNHU@««, DP
not sure that she thought about this enough. Her choice of me 
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was not based on enough thought, definitely not on 
consultation, with me, or with my father I think, and this, I 
WKLQNZDVTXLWHDQXQUHDVRQDEOHGHFLVLRQRIKHUV·>Yagil, son]. 
.RE\<DUGHQ¶VKXVEDQGYLHZHGKLPVHOIDVWKHµQDWXUDO¶GHFLVLRQPDNHUIRU<DUGHQLQ
WKH IXWXUH GHVSLWH WKHLU GLIIHULQJ YLHZV RQ WKH PDWWHU $IWHU <DUGHQ FKDQJHG KHU
FKRLFHDQGQRPLQDWHGKHUKXVEDQG.RE\LQVWHDGRIKHUVRQ<DJLO.RE\VDLG 
¶+H><DJLO@ZDVYHU\IULJKWHQHGWREHKRQHVWDQGULJKWO\VR,W
was completely impractical to go to him. Then she [Yarden] 
DVNHG PH 1DWXUDOO\ VKH KDG WR WXUQ WR PH DQG QRW WR KLP·
[Koby, husband] 
<DJLO YLHZHG LW LPSURSHU WR SXW KLP LQ D SRWHQWLDO VLWXDWLRQ ZKHUH KH ZRXOG KDYH
DXWKRULW\ WR LPSRVH VRPHWKLQJ RQ KLV IDWKHU SUREDEO\ EHFDXVH LW UHYHUVHG WKHLU
KLHUDUFKLFDOIDWKHU-VRQUHODWLRQVKLS 
¶:LOO , KDYH WKH SRZHU WR IRUFH P\ IDWKHU WR GR VRPHWKLQJ
>WKDW@KHGRHVQ·WZDQWWRGR"7KLVGRHVQ·WVHHPULJKW to me. It 
seems better that it [AD] will be something that we will all 
share the knowledge about, and if there is no extreme reason 
ZK\ QRW WKHQ LW·V PRUH SURSHU WKDW WKHKXVEDQG P\ IDWKHU
ZLOOGRLW>PDNHGHFLVLRQV@UDWKHUWKDQ,·><DJLOVRQ@ 
In the above example, it is noticeable that despite Yarden¶Vreport of choosing 
a decision maker based on selecting someone who shared her views, the 
accounts of both her son (Yagil) and her husband (Koby) did not connect the 
QRPLQDWLRQ ZLWK WKH GHFLVLRQ PDNHU¶s views at all. Both of them strongly 
maintained that a spouse is the first priority as a decision maker and that this 
priority must be respected regardless of views, unless there are good enough 
reasons QRWWRDOORFDWHRQH¶VVSRXVHWR WKLVUROH. I suggest that the issue of 
role refusal was raised particularly in this CS because this was the only case 
LQZKLFKDQDWWHPSWZDVPDGHWRQRPLQDWHDFKLOGZKLOHWKHSDWLHQW¶VVSRXVH
was alive and competent, and this created a different scenario from the ones I 
presented earlier. 
As one can notice from this section, the children added their criticism of the 
process, and indicated that the experience was mostly difficult and their 
needs were sometimes overlooked. Most children expressed a burden that 
was put on them when their parent nominated them as future decision makers 
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and deposited the AD document in their hands for them to keep as a reminder 
of their role. $VLPLODUEXUGHQZDVH[SUHVVHGE\1DRPL¶VFRXVLQ&DUROCS3, 
Vignette 2, on p. 147). 
5.6 Dilemmas 
Along the lines of the multiple interviews two dilemmas emerged in which the 
interests of patients and relatives seemed to collide: (1) whether becoming a 
GHFLVLRQPDNHUZDVD³UHDO´FKRLFHDQGZKHWKHUKaving shared values on 
dying and death was a guarantee that they would make good EoL decisions 
DQG EH OLNHO\ WR IROORZ D SDWLHQW¶V ZLVKHV 7KH ILUVW GLOHPPD ZLOO EH IXUWKHU
elaborated on in the discussion, and now let us look at possible contradictions 
between patients and relatives. 
5.6.1 Are shared values sufficient to make EoL decisions? 
There were indications in the findings that the existence of shared values 
between the AD holder and his/her nominated decision-makers does not 
necessarily lead to the right choice of decision-maker, because other 
elements could influence the potential decision-makers. 
5.6.1.1 Different interpretations of reality 
Perspectives and evaluations provided by some relatives as to when the 
SDWLHQW¶VVXIIHULQJ is too substantial to carry on living were quite different to 
those of patients in the same CSs. In CS3 for example, after experiencing 
1DRPL¶Vrespiratory crisis, Carol and Naomi differed in their interpretations of 
the respiratory crisis. Carol viewed it as an acute event, while Naomi viewed 
the acute event as embedded in a trajectory of considerable deterioration and 
suffering. Naomi disclosed the difficulty of fearing the next crisis and the lack 
of any control over it, which apparently contributed to her existential suffering 
as could be seen in an earlier chapter from her words: µWhat do you [i.e. 
others] know about what I am going through [from] the moment I open my 
eyes in the morning and till I am going to sleep?...¶[Naomi, patient, CS3, see 
complete quote in Chapter 4 page 88]. 
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Another example of GLIIHUHQW LQWHUSUHWDWLRQV RI WKH SDWLHQW¶V VLWXDWLRQ ZDV
noticeable in the case of Meira and her daughter Lea (CS2): 
¶,GRQ
WIHHODKXPDQEHLQJDWDOO««WRGD\,DPRQO\DQ
DGGLWLRQ WR D GLDO\VLV PDFKLQH >««@ WKDW·V DOO· >Meira, 
patient, CS2]. 
¶,ZLVKKHUWR OLYHDVPXFKDVVKHGHVHUYHVDVPXFKDV
WKHUHLV«WKDWVKHUHPDLQVDKXPDQEHLQJ«EXWQRWWREH
¶6+(9(5 ./,·54« /RRN LQ KHU YLHZ VKH LV GHILQLWHO\
¶6+(9(5./,·EXWLQP\RSLQLRQVKHKDVQ·WUHDFKHGWKDW
¶6+(9(5./,· LV«ZKDWJUDQGPDZDV««VKHZDVWRWDOO\
GHSHQGHQW««>¶6+(9(5./,·LV@ZKHQVKHQHHGVVRPHRQH
WRJHWKHURQKHUIHHWZDVKKHU>DQG@ZLSHKHUEHKLQG·
[Lea, daughter, CS2]. 
5.6.1.2 Contradictory interests towards EoL 
Some examples exposed that even when participants shared common values 
throughout their life trajectories, they seemed to face RSSRVLQJµLQWHUHVWV¶LH
emotional needs) when the illness progressed and the patient was dying. In 
these CSs, relatives supported the idea that at the end of a long-term 
incurable illness there is no need to prolong life. Yet, when the patient started 
to talk about their worries about the future and about being tired of their 
disability, partners reported difficulty in coping. Such was the example of Noa 
(CS1), who reported existential suffering (see the details in Vignette 4, page 
172), and Ben who reported avoiding and not allowing these issues to be 
discussed because he could not face the thought that Noa would die:  
¶6KH >1RD@ UDLVHV DOO VRUWV RI TXHVWLRQV IURP WLPH WR
WLPH , UHSUHVV« «>6KH LV SUHRFFXSLHG ZLWK@
deterioration, that there will be deterioration. The 
VLWXDWLRQ WRGD\ ZH FDQ·W VD\ LW LV JRRG EXW LV
                                          
54 SHEVER KLI - literally: broken vessel. Used in the sense of being weak, frail, exhausted, 
the shadow of oneself. 
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FRQWUROODEOH« «7KRXJKWV DERXW ´HQGLQJ WKH FDUHHUµ
>MDUJRQ IRU ¶G\LQJ·@ , GRQ·W DFFHSW >ORQJ VLOHQFH@· >%HQ
husband, CS1 when Noa was alive]. 
The potential for an earlier separation as a result of the patient dying (than 
might be achievable with maximum medical intervention) seemed quite 
difficult for some of the relatives (Ben, CS1; Koby, CS4; Alon, CS8). The 
findings suggest that nominating relatives in order not to prolong the life of 
their dear ones (the patients) presented a conflict of values for relatives: They 
wanted their patient-relative to live longer, yet they also wanted to respect 
WKHVHSDWLHQWV¶ZLVKHVQRW WRSURORQJ OLIHDQGQRW WRNHHSRQVXIIHULQJ7KLV
evoked anguish from both the forthcoming death (and permanent separation) 
and from having to make difficult decisions. This may clarify the different 
perspectives and evaluations given by relatives from those given by patients 
as to when life becomes unworthy of living, which recurred in some of the 
CSs, (such as in the example of Meira and KHUGDXJKWHU/HD¶VFRQWUDGLFWRU\
interpretations, on the previous page). 
The findings presented in this chapter looked at processes, problems and 
GLOHPPDVUHODWHGWRWKHµSDWLHQW-UHODWLYH¶ dyads. Table 10 below highlights the 
main issues that emerged from the findings related to this dyad. 
Table 10: The main issues emerging in this chapter's findings 
Processes Problems Dilemmas regarding 
AD 
x Sharing the idea of ADs 
with spouses and non-
spouses 
x Hierarchy of nomination 
among relatives 
í spouses 
í non-spouses            
(children Æ other) 
x Communication 
barriers with non-
spousal relatives 
regarding ADs 
x Poor outcomes due to 
limited communication 
(Vignette 2, page 147) 
x The decision-
maker role - 
choice or 
obligation? 
x Clash of interests 
when the patient is 
dying. 
7KHFXUUHQWILQGLQJVRQWKHµSDWLHQW-UHODWLYH¶G\DGUHJDUGLQJ$'VZLOOQRZEH
compared and contrasted with previous evidence. Special weight will be given 
to those studies that looked at patients who actually experienced life in the 
last stages of dying from a long term condition, and at their relatives.  
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5.7 Discussion 
The issues related to this chapter which will now be discussed are: The 
nomination of a decision-maker for EoL care; communication barriers 
regarding ADs and EoL care; the relevance of similar views regarding EoL 
care shared by the patient and the nominated relative; and the dilemmas 
regarding the decision-maker role. Some issues will be addressed in greater 
detail than others. 
5.7.1 Which relatives are included as decision makers? 
In this chapter, evidence suggested that there is a hierarchy in nominating 
relatives as EoL decision-makers. It appeared that patients preferred spouses 
to be their future decision-makers in case of incompetence. When this was 
not possible, the next best choice was children, and when both were 
impossible, the patient chose someone who was emotionally close. In some 
cases of nominating children there seemed sometimes to be reasons for 
preferring one child over others. There was only one case in which a more 
distant relative (a cousin) was chosen although, emotionally, it was a very 
close relationship. In all the discovered studies looking at patients and 
relatives, the affiliation was listed: spouses and children; siblings; parents (of 
LOOFKLOGUHQVHFRQGDU\IDPLO\UHODWLRQVKLSVQHSKHZVJUDQGFKLOGUHQHWFµLQ-
ODZV¶ DIILOLDWLRQV WKURXJK PDUULDJH IULHQGV DQGRU VWDII LQ ORQJ WHUP
residences) (Barrio-Cantalejo et al., 2009; Bernal, Marco, Parkins et al., 2007; 
Caron, 2005; Engelberg, Patrick and Curtis, 2005; Hines, Glover, Babrow et 
al., 2001; Meeker, 2004). Yet I did not find any reference to priority or 
hierarchy in choosing one relative over another as is suggested in my 
analysis, but only reference to quantities. In the studies that provided 
quantitative data, the proportion of spouses that were nominated as decision-
makers was always the greatest (Nishimura et al., 2007; Sloan, 1990; 
Sulmasy et al., 1998). I did not find any mention of reasons why patients 
chose a specific relative to be their decision maker. I have not found support 
in other studies for the finding (which appeared in several cases here) that 
parents tended to nominate children who were perceived by them as 
assertive and as emotionally tougher than their siblings. The fact that in three 
examples in the current study, after the spouse became incapable of being a 
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decision maker, the nominees were children (rather than siblings, or friends) 
raises questions about whether it is incidental or whether perhaps children 
are viewed as the preferred second-line nominees after spouses. The study 
by Nishimura et al. (2007) suggests that children are indeed viewed as the 
next priority after spouses: When spouses were an option they counted for 
41% of the surrogate decision makers and children for only 16.6%, whereas 
in cases that spouses could not take the role (if they were deceased or 
incapacitated) children were the predominant choice of 41% of the screened 
AD documents (Nishimura et al., 2007). The numbers of each occurrence in 
my study are too small to draw any conclusion. In view of the hints that exist 
LQRWKHUGDWDSHUKDSVµKLHUDUFK\RIQRPLQDWLRQRIGHFLVLRQPDNHUV¶FDQEHDQ
issue for further exploration in future research. 
5.7.2 Communication between patients and relatives over EoL 
issues 
3DWLHQWV¶ communication patterns regarding ADs appeared different with 
spousal and non-spousal relatives in the present study. In most of the CSs 
where non-spouses were the nominated future decision makers, there was an 
impression of a one-off handover of the AD copy, rather than patients sharing 
with their relative the views and preferences which appeared in the AD 
documents (as was most common with spouses).  
The topic of the different communication styles with spouses from those with 
non-spouses has not been identified within other studies for comparison. 
However, the importance of open communication between patients and their 
surrogate decision-makers in general has been emphasised in different ways 
in many existing studies (Barrio-Cantalejo et al., 2009; Caron, 2005; Hines et 
al., 2001; Meeker and Jezewski, 2004). For example, in Meeker and Jezewski 
(2004), relatives stressed the need to generDOO\NQRZWKHSHUVRQDQGSDWLHQWV¶
wishes, through open and repeated communication.  Relatives suggested 
asking patients direct questions regarding their wishes and discussing with 
them: µZRUVW FDVH VFHQDULRV¶ VXFK DV WKH QHHG WR EH PHFKDQLFDOO\
YHQWLODWHGWKHSDWLHQW¶VSUHIHUUHGSODFHWRGLHDQGZKHQWKHSDWLHQWZDQWHG
treatment to be stopped (Hines et al., 2001; Meeker and Jezewski, 2004). A 
secondary analysis of the findings regarding relatives of cancer patients who 
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acted as surrogate decision makers shows that the first and most frequent 
recommendation of such relatives was to discuss EoL issues as early as 
possible, before anything happened (Meeker, 2004). Thorough discussions 
WKDW FRXOG HQVXUH WKDW WKH SDWLHQW DQG WKH UHODWLYH SHUFHLYHG WKH SDWLHQW¶V 
preferences in a similar way were viewed as promoting the  ability of relatives 
to act as decision-makers on behalf of the patient (Engelberg et al., 2005) 
whereas lack of discussion seemed disadvantageous to relatives (Caron, 
2005). In a study which looked at the experiences of relative-caregivers and 
decision-PDNHUV RI SDWLHQWV ZLWK ODWH VWDJH $O]KHLPHU¶V GLVHDVH UHODWLYHV 
reported not knowing what the decision-making role entailed, and expected to 
be guided by health care teams. It was not mentioned whether or not patients 
had AD documents to help those relatives, yet some relatives reported feeling 
incapable of making decisions, to the point of delegating the role to medical 
staff altogether (Caron, 2005). I find it disturbing that in my study, which 
looked at patients with capacity who had expressed wishes in writing and in 
advance, non-spousal relatives expressed similar difficulties to those reported 
by relatives of people with Alzheimer¶V GLVHDVH ZKR ORVW FDSDFLW\ ,W LV
worrying because the aim of preparing an AD is specifically to prevent this 
difficulty by expressing wishes in advance. ,Q P\ ILQGLQJV µZRUVW FDVH
VFHQDULRV¶ DQG VSHFLILF LVVXHV UHJDUGLQJ (R/ ZHUH UDUHO\ GLVFXVVHG DQG
many relatives were not sure what they were expected to do, which suggests 
that perhaps an AD document in itself does not provide enough guidance for 
EoL decisions. 
Apparently, the onset of a life-threatening illness, relapse and hospitalisation 
may and should serve as triggers for conversations between patients and 
surrogates about ADs and EoL wishes (Hines et al., 2001). Such repeated 
communication appeared more with spousal decision-makers and seemed to 
be generally missing between patients and non-spousal relatives in my study. 
7KHUHODWLYHV¶ambiguity that emerged in my findings, from their need to know 
WKHLUSDWLHQW¶VSUHIHUHQFHVDQGDWWKHVDPHWLPHSURWHFWWKHPVHOYHVIURPWKH
stress of such conversations, may have been a factor hindering deeper 
conversations. )URPWKHSDWLHQWV¶DQJOHLWVHHPVHUURQHRXVWKDWSatients put 
their trust in their relatives to make decisions on their behalf but tend to speak 
overly laconically about their values and EoL wishes, taking it for granted that 
their relatives are familiar with them.  
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5.7.3 The decision-maker role 
There is some previous evidence to support my findings that patients tend to 
arrive at decisions about who will take on the role of the decision-maker 
without considering UHODWLYHV¶ SHUFHLYHG DELlity to make decisions, 
underestimating the information that relatives need in order to make decisions 
on behalf of these patients (Hines et al., 2001). In most of the examples of a 
non-spousal decision-maker, relatives expressed worries about being in the 
SRVLWLRQ WR GHFLGH IRU WKH SDWLHQW DQG IHDUHGPDNLQJ WKH µZURQJ¶ GHFLVLRQV
They also described feelings of concern and emotional distress related to 
talking and thinking about, and later witnessing, the future decline of their 
patient-relative. In most circumstances, when children were nominated as 
decision makers, they seemed to keep their worries and distress from their 
patient-relative. Similar to my findings, the decision-maker role appears in 
other studies as difficult but at the same time µQDWXUDO¶IRUUHODWLYHVWRWDke on 
this role) (Caron, 2005; Meeker, 2004). Studies found that relatives perceive 
their role as being gate-NHHSHUV WR SURWHFW SDWLHQWV¶ TXDOLW\ RI OLIH XQWLO WKH\
die, and to respond to the needs expressed by patients. Relatives feel 
DFWLYHO\ SUHVHQW DW WKH VLGH RI WKH SDWLHQW DQG WU\ WR DGDSW WR WKH SDWLHQW¶V
changing condition (Meeker, 2004). Sometimes relatives view themselves as 
information agents from the outside world to the patient and vice versa 
(Meeker, 2004). These aspects were supported only once in my data, in the 
case of Dekel (the son in CS6) who felt responsible for knowing the 
reversibility of treatments that were offered to his mother Shelly, and who was 
exceptional in my sample.  
5.7.4 Accepting the decision-maker role 
Regarding acceptance of the nomination as decision maker, a contrast 
existed in my study EHWZHHQ SDWLHQWV¶ GHVFULSWLRQV DQd those of their 
µQRPLQDWHG¶ non-spousal relatives. While patients reported an upfront 
acceptance by their relatives of their wish to nominate them as decision 
makers, the relatives felt themselves mainly compelled to accept the 
nomination. Patients seemed to disregard the effects that discussing ADs as 
well as nominating a decision maker had on the nominated relatives. They 
placed significant emphasis on finding a potential decision maker, and that 
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need drove them to the point of actually imposing the role on some of their 
relatives, who had too little preparation for it. 
The moral obligation to accept the decision-maker role was related by a few 
participants (directly and indirectly) to the fifth biblical commandment55 (or to a 
similar respect to their non-parental loved ones). Even in cases where there 
was a sense of choice, it was influenced by commitment, a meaningful 
relationship, and understanding of the reality (for example, the fact that Naomi 
had no other family). There did not seem to be a purely µfree¶ choice to 
become (or not to become) a decision maker.  
Previous research reflects the difficulty of being the decision-maker. It shows 
that some relatives want help from health care teams in order to make 
decisions (Caron, 2005; Hines et al., 2001); others would even give up the 
decision-maker role altogether (Caron, 2005), while others may prefer the 
support of medical staff but without interference in their decisions (Meeker 
and Jezewski, 2004). In the current study most relatives hoped they would not 
have to make decisions eventually, but remained in the role; some thought 
that they would need medical and other advice, but none wanted to totally 
leave decisions in the hands of medical staff. This option was generally 
perceived as undesirable, but this issue will be looked at in the next chapter in 
greater detail. 
5.7.5 Being a decision maker while holding different views 
Some participants (including relatives) were inclined to view similarity of 
opinions regarding EoL as guaranteeing the suitability of being a good 
decision maker at EoL. Yet it was not always the case. Holding different 
views, as Yarden and Koby in CS4, has been noticed in another study 
(Meeker and Jezewski, 2004). In both examples, relatives viewed themselves 
as capable of acting as future decision makers regardless of their 
disagreements, thinking that their role was to represent the patient rather than 
WKHPVHOYHV³7KDW¶VZKDW,¶PWKHUHIRU,¶PWKHUHWREHKLPQRWPH´(Meeker 
and Jezewski, 2004: 332). To go even further, I will suggest (as seen in 
1DRPLDQG&DURO¶VFDVHLQ&6HDUOLHUthat having similar views sometimes 
                                          
55 )LIWK FRPPDQGPHQW LQ WKH 'HFDORJXH ³+RQRXU \RXU IDWKHU DQG \RXUPRWKHU WKDW \RXU
GD\VPD\EHORQJLQWKHODQGWKDWWKH/RUG\RXU*RGLVJLYLQJ\RX´>([RGXV@ 
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acted to obscure and hinder communication and furthermore, it increased the 
illusion that making decisions would be easier or more possible when people 
hold similar views regarding EoL.  
5.7.6 Conflicting or multiple interests? 
7KH H[SOLFLW DQG LPSOLFLW FRPPLWPHQW WR SDWLHQWV WKDW VXUPRXQWHG UHODWLYHV¶
own emotional or physical needs has also been found elsewhere (Meeker, 
2004). Yet evidence supports that being a surrogate decision maker places 
the relative in an inherent and repeated conflict: on the one hand honouring 
WKHSUHFLRXVPRPHQWRIWKHSDWLHQW¶VGHWHULRUDWLRQDQGDSSURDFKLQJGHDWKE\
acting in their interest, while simultaneously exposing relatives themselves to 
stress and to guilt related to the decisions they need to take for their patients 
(Caron, 2005; Hines et al., 2001; Meeker, 2004). However, in a similar way to 
the commitment of relatives to patients, many of the patients shared 
examples of decisions regarding their current life, which were apparently 
affected by their commitment to their relatives. Autonomy of both patients and 
relatives in this study did not seem to exist in the void but was embedded in 
meaningful social relationships. Many decisions that were made during illness 
DQGGHFOLQLQJKHDOWKUHIOHFWHGDVSHFWVEH\RQGµSXUH¶IUHHZLOODQGDXWRQRP\
Although patients and relatives seemed preoccupied with different issues, 
both parties seemed challenged by dual inner commitments: to themselves 
DQGWRWKHLUµVLJQLILFDQWRWKHUV¶DVGLVFXVVHGLQWKHSUHYLRXVFKDSWHULQUHJDUG
to relational autonomy. The inner conflict between fulfilling RQH¶VRZQZLVKHV
or the wishes of others was obviously emotionally stressing and burdening to 
patients and relatives alike. It may have added complexity to the possibility of 
discussing ADs and EoL wishes, and issues related to the execution of 
SDWLHQWV¶$'V 
5.7.7 Conflicting values 
At a higher level, there is an inherent conflict between the pure form of 
autonomy (which is all about the individual), and relationships (which is about 
the interaction of the individual with others around him). Between two 
individuals in a relationship (such as a patient and a relative), who each have 
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autonomy, there must be a boundary to HDFK RQH¶V IUHHGRP VR WKDW RQH¶V
autonomy doeVQRWEUHDFKWKHRWKHU¶VDVLOOXVWUDWHGE\WKHVD\LQJ µThe right 
to swing my fist ends where the other man's nose begins56¶. This does not 
mean to say that others have rights to decide for the patient, but that 
autonomy needs to be re-FRQVLGHUHGZKHQLWKXUWVVRPHRQHHOVH¶VDXWRQRP\ 
Some of the relatives who took part in this study, as well as in previous 
studies, expressed difficult emotions and various degrees of distress, which 
were evoked by exposing them to possible SDWLHQWV¶ZLVKHV: to end life; not to 
prolong it; or to nominate those relatives as decision makers on behalf of 
those patients. It was noticeable that some relatives did not see any way to 
refuse taking on this role, although morally they had autonomy as well. In 
such examples, again, one could sense what µrelational autonomy¶ (see 
previous chapter) is about, and how difficult it was for relatives to freely 
choose what they did or did not want to do for their patient-relative. The 
SDWLHQW¶V DXWRQRP\ LV not more elevated than that of the relative simply 
because the patient is apparently very ill or dying. Yet, real-life of 
relationships showed that people chose to breach their own autonomy in 
RUGHUWRSURWHFWWKHLUSDWLHQW¶VDXWRQRP\WRZDUG(R/,WVHHPHGKRZHYHUWKDW
a multitude of interests were simultaneously driving the actions of patients as 
well as of relatives. Concurrently there seemed to be a conflict of values 
within each of them: when patients give priority to their value of autonomy, 
they hurt the value beneficence toward their relatives; when they prefer to do 
good for their relatives this contradicts their own need. The same applies to 
relatives (see schema in Figure 9, next page). 
It therefore seems important that in the process of nominating decision 
makers for EoL decisions, attention and thought is given to weighing the 
oveUDOO µJRRG¶RI WKHSDWLHQWDVZHOODV their relatives. It may be that, as with 
any dilemma, for each individual case there would be a need to weigh all the 
aspects, including the protection of SDWLHQWV¶ DQG UHODWLYHV¶ DXWRQRP\ and 
other values, in order to make a moral decision. Evidence suggests that in 
many cases patients and relatives need help from health care teams to be 
                                          
56 Current evidence indicates that the saying under investigation began with Prohibitionist 
orators who expressed it using a variety of formulations during their speeches. John B. 
Finch communicated the earliest known instance in 1882. Ascriptions to other famous 
individuals such as Abraham Lincoln and Oliver Wendell Holmes (Junior or Senior) do not 
have any support at this time http://quoteinvestigator.com/2011/10/15/liberty-fist-nose/  
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better able to have significant communication between them (Caron, 2005; 
Hines et al., 2001; Meeker, 2004; Meeker and Jezewski, 2004). I suggest that 
external help may enable such communication to safeguard all parties 
involved, i.e. patients and relatives alike, and enable them to reach optimal 
outcomes, together with providing support in handling the emotional burden of 
concessions that each party will need to make at the actual EoL. 
 
One of the challenges that have been illuminated in this chapter is that the 
QHHGVRIWKHSDWLHQWDQGWKRVHRIWKHUHODWLYHJUHZDSDUWDVWKHSDWLHQW¶V(R/
approached. It looked as though patients were more preoccupied with 
escaping the emotional and physical suffering, while the relatives were more 
concerned with delaying the moment of absolute separation by the death of 
the patient. This overarching challenge seems extremely difficult to handle 
and requires the best possible setting, including communication and 
emotional support for the patient and for the relatives. 
5.8 Conclusion 
The preliminary aim of this chapter was to look at rHODWLYHV¶SHUVSHFWLYHV of 
the role of ADs in the care of people close to them toward the EoL, but it did 
PRUHWKDQWKDWE\ ORRNLQJDW WKH µSDWLHQW-UHODWLYH¶G\DGDQGDOORZLQJDEHWWHU
Figure 9: 'within-between' - conflicting values between the individual 
DQGµRWKHUV¶ 
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understanding of its complexity. Findings were related to the sharing of the 
idea of making an AD; the nomination of decision makers; the communication 
around this, and the perception of the role by both parties. This chapter has 
highlighted challenges and dilemmas that arise when patients attempt to 
include others as their future decision makers for EoL decisions. In all these 
aspects, the findinJVLOOXPLQDWHGWKHFRPSOH[LW\WKDWVHHPVWRKLQGHUµSDVVLQJ
WKH EDWRQ¶ IURP $' KROGHUV WR WKHLU UHODWLYHV LQ WKH $' µUHOD\¶ The next 
chapter will look at the additional complexity when physicians are included in 
the procedures related to ADs. 
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CHAPTER 6: INTRODUCING THE FINAL ACTOR IN THE 
µADVANCE DIRECTIVE-RELAY¶ - THE PHYSICIAN 
6.1 Introduction 
This chapter is the final chapter to present qualitative findings from this study, 
and adds the perspective of the WKLUGSDUWQHU LQ WKH µDGYDQFH-directive relay' 
(i.e. the joint undertaking of preparing and communicating advance directives 
(ADs) in a way that will enable their use at the proper time). The chapter will 
look at the role of the physician regarding ADs and end-of-life (EoL) decisions, 
drawing on physicians' various experiences and views expressed in interviews 
with them. The role of the physician will be demonstrated by presenting one 
detailed example, before comparing this with the experiences and views of the 
other physicians who participated in the study. In this chapter I chose a 
unique, perhaps unrepresentative example, because it was as close as 
possible to end-of-life (EoL) communication guidelines (see discussion), as 
ZLOO EH GHPRQVWUDWHG VKRUWO\ 2YHUDOO WKH SK\VLFLDQ¶V UROH ZLOO EH ORRNHG DW
from multiple perspectives, chiefly using the voices of physicians gathered in 
interviews, but also adding those of patients and their relatives.  
This chapter starts with a description of the physicians who were related to 
this study (either by participating in it or by declining to participate). It then 
proceeds to provide some contextual information regarding physicians' 
knowledge and role perception of EoL and ADs, before later describing the 
findings from two perspectives: (1) Physicians' experiences with ADs, EoL 
communication and decision-making, and (2) the same or equivalent 
experience as viewed by the participating patients and their relatives. A 
discussion of some of the issues elucidated will conclude the chapter. 
6.1.1 Describing the physicians among participants 
In order to provide a wider picture of the findings related to the role of the 
physician in making and communicating ADs, it is important to look first at the 
study's sample, and at potential participants who did not take part. Seven 
physicians in total participated in the study but only four of them had any 
connection with the participating patients (patients 1,3,4,7). In the case of six 
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other patients (patients 2,5,6,8,9,10), physicians did not take part in the study; 
this was perceived as a highly significant finding in itself (as discussed later in 
this chapter), but it was also methodologically problematic (as discussed in the 
methodology chapter).  
The physicians may be compared in a few possible ways (see Table 11 
below): (1) GPs versus hospital physicians; (2) rural versus urban GPs; (3) 
inpatient versus outpatient hospital physicians; (4) case study (CS)-related 
SK\VLFLDQVYHUVXVSK\VLFLDQVµRXWVLGH¶RIthe CSs; (5) participating versus non-
participating physicians (the importance of the non-participation of physicians 
in this study will be described shortly and will be further explained later in the 
chapter). The relationship between these sub-groups may be clarified when 
presented as a matrix: 
Table 11: Possible ways of comparing physicians in relation to the CSs 
 Community GPs Hospital physicians 
rural urban Outpatient  Inpatient  
Participating CS*-
related 
CS1*, CS4, 
CS7 
CS4 CS3 CS4 
Non CS-
related 
  RS** 
Neurologist 
GIM*** 
Non-
participating 
  CS5 CS2, CS6, 
CS8, CS9, 
CS10 
 
* CS ± case study 
** RS ± specialist in renal diseases 
*** GIM ± specialist in general medicine 
The above table shows that the larger group of participating physicians, those 
related to the participating patients, consisted of GPs, whereas hospital 
physicians comprised the majority of non-participating physicians. Table 12 on 
page 170, describes the physicians and provides further information about 
their clinical specialty, their relation to case studies (CSs), their workplace 
setting, and whether the non-participation of a physician was initiated by the 
patient or by the physician.  
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6.1.1.1 Reasons for non-participation  
There were different reasons for physicians' non-participation. One of the six 
(the GP in CS5) was reported by the patient (Omri) to have refused his 
request to participate in the study because she was overloaded with work. In 
three other cases (CS 2,6,10) it was the patient who refused to approach the 
physician (with a request to take part in the study). Patients gave various 
reasons for this: not feeling able to consider any particular physician from the 
group of physicians as being the primary carer; discomfort in asking a 
physician to dedicate time to the study, due a perception that their physician 
was over-worked; the thought that if a physician was religious then asking 
questions about ADs might embarrass them ,QDGGLWLRQ WRUHIXVDOV'HEE\¶V
oncologist (CS8) was on long-term leave and could not be reached until the 
end of the data-collection period. I had hoped to interview her later over the 
phone, but in the end this was not possible57. With Adam (CS9), a decision 
was made not to recruit a physician and a relative, due to safety issues 
explained in the methodology chapter.  
6.1.1.2 Remedies for the missing voices 
Having only four physicians as my body of evidence regarding the point of 
view of health-carers potentially limits the contribution of the third partner to 
the findings, and having six voices missing was perceived as problematic, and 
was a limitation in relating to the case studies. After discussing the options 
with my supervisors, we agreed that although I could not fill the absence, I 
should try to add the voices of some other physicians, outside of the case 
studies, by interviewing them. As previously mentioned, most of the missing 
voices were those of hospital physicians who were key to the care of the 
participating patients (such as specialists in renal medicine or oncology). It 
was agreed that interviewing hospital physicians from similar specialties might 
add value, and represent some of the perspectives of missing participants. I 
therefore interviewed three specialists in different long-term conditions (LTCs): 
A neurologist, a specialist in general medicine (GIM) and a specialist in renal 
medicine.  
                                          
57 In the very last weeks of the data-collection period and over a few more months I faced 
personal ill-health issues that prevented me from taking on further commitments such as 
another interview.  
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Table 12: Information regarding the physicians 
Patient 
number 
Patient name 3K\VLFLDQ¶V
name 
3K\VLFLDQ¶V
speciality 
Reason for non-
participation 
Setting 
1 Noa Yahalom GP  Rural 
community 
2 Meira -- (renal 
specialist)* 
Patient 
reluctance 
 
3 Naomi Barda pneumologist  Hospital 
4 Yarden Shalom GP (and 
cardiologist) 
 Rural 
religious 
community 
5 Omri -- (GP) Physician 
refused 
 
6 Shelly -- (oncologist) Patient 
reluctance 
 
7 Dov Paz GP  Rural and 
urban 
community 
8 Debby -- (oncologist) Long leave  
9 Adam -- (gerontologist) Safety issues  
10 Ehud -- (haematologist) Patient 
reluctance 
 
Out of case 
interviewees 
 
Agmon neurologist  Hospital 
Azriel GIM specialist  Hospital 
Ash renal specialist  Hospital 
* (renal specialist) ± the parentheses indicate that the physician did not take part in 
the study 
When I arrived to interview the renal specialist she refused to be recorded on 
audio-tape (although I had explained this to her in writing in my introductory 
request). Unfortunately, personal events that followed this interview (see 
footnote 57 on page 169) prevented me from writing field notes immediately. 
The notes that were made during the interview provided only limited 
information that could be used as evidence. Therefore, most of the data that 
will be highlighted in this chapter relies on interviews with three GPs and three 
hospital specialists. The interviewees provide the variety that was desired in 
the design of this study: the hospital physicians represent different specialties; 
among the participating GPs, one worked in a city community as well as in 
rural communities, another worked in a religious rural community and in a 
hospital, and the third worked in a secular rural community. 
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Having described the group of physicians in the study, the next section 
discusses findings related to their overall views and experiences with dying 
patients, to set the context for findings that are specific to ADs, which are the 
focus of this study. 
6.2 The context: Physicians¶ experiences with dying 
patients 
Before discussing the findings that were directly related to ADs, it is important 
to contextualise the sample of physicians involved in the study because there 
is an expectation that ADs will be executed by them. The findings were related 
to the role perception of physicians in the care of patients nearing EoL, and 
their experiences around communication with dying patients are part of, and a 
crucial foundation to, a better understanding of the findings that were more 
closely related to ADs.  
6.2.1 3K\VLFLDQV¶ZRUOGYLHZVDQGUROHSHUFHSWLRQVUHJDUGLQJ
EoL 
As outlined above, this chapter will develop a discussion starting with the 
following key example (see Vignette 4, next page, regarding CS158). The 
example of CS1 is singular because: (a) it was an extremely long EoL home-
care experience that lasted for a decade, while the average length of EoL 
home-care in Israel, as stated by the participating GPs, is around a fortnight; 
(b) it was the only example in this study that could be reviewed with the 
physician retrospectively as one whole process of care, because the patient 
died before I interviewed the GP; (c) it appeared to work relatively well for all 
three participants in the CS: the patient (Noa), her husband (Ben) and the 
physician (Dr. Yahalom). It is one of two actual experiences in this study in 
which EoL decisions were needed and ADs could be used. Yet because the 
patient retained capacity up until two days before she died, it is perhaps 
limitedly representative of patients who lose capacity a longer time before 
death. Even though it may not be perfect, I suggest that this CS is a useful 
                                          
58 CS1 ± Noa, a patient with MS, was mechanically ventilated at home for many years. Her 
personal carer was her husband Ben, and her main professional health carer was Dr. 
Yahalom. See synopsis of case study 1, page 71 
172 
 
example when we try to understand the meaning of ADs, of people facing 
death due to a long term condition (LTC). The vignette (below) is a detailed 
LOOXPLQDWLRQRI'U<DKDORP¶VH[SHULHQFHZLWK1RDKHUSHUFHSWLRQRI her role, 
and the world views she communicated during the interview.  
Vignette 4: Dr Yahalom - the central example of a palliative-care 
physician 
'U<DKDORPLQ&6ZDVLQKHUHDUO\VDQGKDGEHHQD*3IRUDURXQG\HDUV
SUDFWLVLQJ LQ UXUDO FRPPXQLWLHV RQH RI ZKLFK ZDV WKH YLOODJH LQ ZKLFK VKH OLYHG
$URXQG QLQH \HDUV EHIRUH , PHW KHU VKH ZDV DSSURDFKHG E\ µWKH XQLW RI FRQWLQXLQJ
FDUH¶59 DQG ZDV DVNHG WR WDNH FDUH RI 1RD 7KLV LQYROYHG ZHHNO\ KRPH YLVLWV DQG
EHLQJ RQ-FDOO IRU HPHUJHQFLHV 'U <DKDORP DJUHHG DQG EHFDPH D SDUWLFLSDQW LQ D
PXOWL-GLVFLSOLQDU\WHDPZKRWRRNFDUHRI1RDDWKRPH,WZDVQRWWKHILUVWDQGQRWWKH
RQO\ WLPH WKDW 'U <DKDORP KDG WDNHQ RQ WKH FDUH RI D FULWLFDOO\ LOO G\LQJ SDWLHQW
,QLWLDOO\VKHWKRXJKWWKDWWKLVZRXOGEHDVKRUW-WHUPFDVH1RDKDGDSRRUSURJQRVLV
DV'U<DKDORPGHVFULEHG 
¶Indeed when she [Noa] arrived [from hospital] weighing thirty 
VRPHWKLQJNLORVZLWKVXFK>VKRZLQJ ¶ELJVL]H·ZLWKKHUKDQGV@D
pressure wound [bed sore] in her EXWWRFN« QR RQH EHOLHYHG
that she would survive. Contrary to the living will we did the 
PD[LPXP« «7KH WUXWK LV WKDW ZKHQ VKH DUULYHG HYHU\RQH
WKRXJKW WKDW WKHUH ZDV QR SRWHQWLDO >IRU VXUYLYDO@ KHUH· >'U
Yahalom]. 
'U <DKDORP EHOLHYHG WKDW WKH LQWHQVLYH DQG GHGLFDWHG FDUH WKDW ZDV JLYHQ GXULQJ
PDQ\PRQWKVE\DOOSDUWLHVLQYROYHGKHOSHG1RD¶VUHFRYHU\\HWVKHWKRXJKWWKDW%HQ
1RD¶VKXVEDQGZDVWKHSULQFLSDOFDUHU6KHVDLG 
¶7KH ILUVW  \HDUV ZH KDG PDQ\ VWUXJJOHV UHDOO\« «+H >%HQ@
invested hours [loud] and hours to look after this pressure 
wound. And [gave her] ¶WKHVH· PDVVDJHV DQG ¶RWKHU· PDVVDJHV
0DQ\WKLQJVWKDWLQGHHG«WKDWLIZHJDYHXS>RQVKHZRXOGQ·W
KDYHVXUYLYHG@«·>'U<DKDORP@ 
)URPLQWHUYLHZVZLWKWKHWKUHHSDUWLFLSDQWVLQ&6LWVHHPHGWKDWDIWHUSHUVLVWHQWFDUH
ODVWLQJDURXQGWZR\HDUVWKHVLWXDWLRQVWDELOLVHGDQG1RDDQG%HQEXLOWVRPHVRUWRI
URXWLQH <HW 'U <DKDORP GHVFULEHG KRZ HYHU\ QRZ DQG WKHQ D UHVSLUDWRU\ LQIHFWLRQ
VWDUWHG LQ 1RD
V ERG\ ,W ZDV H[SUHVVHG DV D PLOG IHYHU ZLWK VXEMHFWLYH UHVSLUDWRU\
                                          
59 The unit of continuing care is in charge of providing complex home-care after discharge 
from hospital of patients who are mechanically ventilated, with central venous catheters, 
complex pressure wounds, feeding tubes, and/or similar complications. 
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GLIILFXOW\DOWKRXJK1RDZDVEUHDWKLQJWKURXJKPHFKDQLFDOYHQWLODWLRQDQGGHFUHDVHG
R[\JHQVDWXUDWLRQ60DGGLQJ 
¶7KHQ VKH ZRXOG WHOO PH WKLV« DQG« , ZRXOG SXW KHU RQ
DQWLELRWLFV«DQGLW>WKHLQIHFWLRQ@ZRXOGSDVV««)URPWLPHWR
tiPH,ZRXOGVD\´,ILWLV>RQO\@RQHGD\OHW·VJLYHLWDFKDQFH
SHUKDSV LW
V D YLUXV /HW·V JLYH LW D FKDQFH<RX >1RD@ZLOO VD\
ZKHQ LV WKH PRPHQW >WR VWDUW DQWLELRWLFV@µ ,W ZDV VRUW RI
FOLQLFDO LPSUHVVLRQ 2. ¶KHUH· DQWLELRWLFs ZLOO KHOS ¶WKHUH· QRW, 
VRPHWKLQJOLNHWKDW·>'U<DKDORP@ 
'XULQJ PDQ\ \HDUV 'U <DKDORP FDPH UHJXODUO\ HYHU\ ZHHN DSDUW IURP DGGLWLRQDO
YLVLWVLQFULVHVVXFKDVGXULQJLQIHFWLRQVDQGVSHQWWLPHZLWK1RDDQG%HQ6KHVDLG 
¶,ZRXOGJRWKHUH>1RD·VKRXVH@RQFHDZHHNZKHWKHU necessary 
RUQRW0HGLFLQHKDGQRWKLQJWRGRZLWKWKLV«HVSHFLDOO\LQWKH
last years when it was really stable. OK, increase [dose], 
decrease [dose], this cream, another cream, I would just 
FRPH«RQFHDZHHNIRUPLQXWHVDQKRXULI,KDGWKHWLPH
[we would] sit and chat [on] literature, films, [they] tell me 
their stories, each time something new, another forgotten 
XQFOH RU JUDQGPRWKHU VRUW RI DOO WKH WLPH OLNH WKDW· >'U
<DKDORP@· 
%XWIURPKHURWKHUGHVFULSWLRQVLWDSSHDUHGWKDW'U<DKDORPGLGPRUHWKDQOLVWHQLQJWR
VWRULHV 6KH LGHQWLILHG 1RD¶V HPRWLRQDO GLVWUHVV DQG DQ[LHW\ DQG WROG PH KRZ VKH
VXJJHVWHGGLIIHUHQW UHVRXUFHV WRKHOS DQGKRZDOO WKHRSWLRQVZHUH UHMHFWHGE\ WKH
FRXSOH 
¶6KH>1RD@ZDVIXOORIDQ[LHWLHV«DOOWKHWLPHDERXWWKHRWKHU
family members. As if instead of worrying about herself she 
was/ it was a sort of preoccupation with the health of the 
others and what is happening to them. Once I gave her 
something anti-depressive, but at some point they [Noa and 
Ben] decided to stop it DQG WKDW VKH·G EHWWHU FRSH DV LV
>ZLWKRXWPHGLFDWLRQV@$QG,JDYHKHUDOOVRUWVRIH[HUFLVHV«
«DQG , HQFRXUDJHG WKHP WR PHHW D VRFLDO ZRUNHU« WKH\
'flattered her away'
61
 after one visit. I tried all sorts of 
things [even] pV\FKRORJ\ 7KH\ WROG PH ´\RX ZLll be our 
                                          
60 Oxygen saturation ± the level of oxygen in the blood which indicates the effectiveness of 
breathing.  
61 µ)ODWWHUHGKHUDZD\¶± jargon in Hebrew that means rejected her and sent her off. 
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SV\FKRORJ>ZRUGFXW@µ >WKH\@VRUWRIIOXWWHUHG>LHGLVPLVVHG@
all this' [Dr. Yahalom]. 
'U<DKDORPWKRXJKWWKDWWKH\QHHGHGKHOSEXWVKHGLGQRWLPSRVHLWEHFDXVHVKHIHOW
WKDW WKLV ZDV SDUW RI WKH FRXSOH
V FRSLQJ VWUDWHJLHV ZKLFK ZHUH KHOSIXO PRVW RI WKH
WLPH 
'Their defence mechanisms were like this. And they worked 
H[FHOOHQWO\««,IHOW QRQHHGWREUHDFK WKHPEXW LWZDV YHU\
LPSRUWDQW IRU PH WKDW WKHUH ZLOO EH URRP IRU WKHVH WKLQJV«
«7KHUHZDVQROHJLWLPDF\IRUQHJDWLYHHPRWLRQV7KHUHZDVQ·W
%HQ GLGQ·W OHJLWLPLVH QHJDWLYH HPRWLRQV >DV LI WKH\@ GLGQ·W
H[LVW««DQGWKHQ«VRUWRIVKH [Noa] FRXOGQ·W VSHDN >H[SUHVV
feelings]! On what bothered her the most! The fact that it is 
hard on her and [that] she wants to die. And that she has no 
more sWUHQJWKWRNHHSZLWK«EHLQJGUDJJHGEDFNDQGIRUWK«
«6KHZRXOGWHOOPH(YHQZKHQKH>%HQ@ZDVSUHVHQWVKHZRXOG
tell me this. He would dismiss her words and I would tell him: 
´%HQ:HQHHGWRKHDULWµ·>'U<DKDORP@ 
'U<DKDORPWROGPHWKDWVKHFRXOGKDUGO\QRWLFHUHVSLUDWRU\FKDQJHVE\DXVFXOWDWLQJ
OLVWHQLQJ WR 1RD¶V OXQJV GXH WR WKH PHFKDQLFDO YHQWLODWRU DQG 1RD
V RYHUDOO SRRU
UHVSLUDWRU\ FRQGLWLRQ <HW 1RD FRXOG LGHQWLI\ VXEWOH FKDQJHV LQ KHU FRQGLWLRQ YHU\
DFFXUDWHO\DQGWKLVZDVYHU\KHOSIXOLQUHDFWLQJHIIHFWLYHO\DQGLQSURYLGLQJTXLFNDQG
HIILFLHQW WUHDWPHQW 'U <DKDORP WUXVWHG 1RD¶V LGHQWLILFDWLRQV RI VPDOO FKDQJHV DQG
UHDFWHGDFFRUGLQJO\ 
)URP 'U <DKDORP¶V VKDULQJ DURXQG WZR PRQWKV SULRU WR 1RD¶V GHDWK KHU FDUGLDF
FRQGLWLRQ FKDQJHG 7KLV ZDV H[SUHVVHG E\ KLJK DQG LUUHJXODU KHDUWEHDWV ZKLFK
IDWLJXHG1RD'U<DKDORPGLVFXVVHGWKHRSWLRQVZLWKKHUDQGHYHQWXDOO\1RDDJUHHG
WRWKHPLOGHVWWUHDWPHQWWKDWFRXOGEHRIIHUHG<HWDIHZZHHNVODWHU1RDQRWLFHGWKDW
VKHZDVVZHOOLQJDQGDFFXPXODWLQJIOXLGV%HFDXVH WKLVPLOGWUHDWPHQWZDVWKHRQO\
UHFHQWFKDQJHLQPHGLFDWLRQVLWZDVVWRSSHG)RXUGD\VODWHU'U<DKDORPUHFHLYHGD
FDOO IURP %HQ VD\LQJ WKDW 1RD KDG D IHYHU :KHQ VKH FDPH IRU D KRPH YLVLW VKH
QRWLFHG D PRUH FRPSOH[ VLWXDWLRQ DQG VKH ZDV QRW VXUH ZKHWKHU LW ZDV FDUGLDF RU
FHUHEURYDVFXODUZRUVHQLQJRUDQLQIHFWLRQ6KHWROGPH 
¶$QG WKHQ LQGHHG WKH TXHVWLRQ ZDV ´ZKDW VKDOO ZH GR ZLWK
WKLV"µ««DQG,UDLVHGWKHSRVVLELOLW\RIUHIHUUDOWRKRVSLWDO«
DQGVKH>1RD@VWLOOVDLG´1R3OHDVH QRµDQG,VDLGbut >OHW·VVHH
ZKDWKDSSHQV@,VDLG2.,ZLOOZDLW·>'U<DKDORP@ 
$GD\DQGKDOIODWHU%HQFDOOHG'U<DKDORPDJDLQLQWKHPLGGOHRIWKHQLJKWFU\LQJIRU
KHOSEHFDXVH1RD¶VFRQGLWLRQKDGIXUWKHUGHWHULRUDWHG:KHQ'U<DKDORPDUULYHGDW
WKHLUKRXVHVKHWROG%HQWKDWWKHUHZDVQRWKLQJPRUHVKHFRXOGGRLQWKHKRPHVHWWLQJ
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VKHKDGVWDUWHGDQWLELRWLF WUHDWPHQWWKHGD\EHIRUH%HQZDQWHGWRWDNH1RDWRWKH
KRVSLWDODQG'U<DKDORPGLGQRWREMHFW6KHVDLGWKDWVKHWROG1RDDERXWWKHGHFLVLRQ
WRKRVSLWDOLVHDGGLQJ 
¶:H>'U<DKDORPDQG%HQ@WROGKHU>1RD@WKDWZHWDNHKHU>WR
WKH KRVSLWDO@ DQG VKH« VKH VDLG« VRPHWKLQJ ´MXVW QRW WR
VXIIHUµVRPHWKLQJOLNHWKLV·>'U<DKDORP@ 
'U<DKDORPVDLGWKDWWKHKRVSLWDOLVDWLRQODVWHGDQRWKHUGD\DQGKDOIDQG1RDGLHGLQ
WKH KRVSLWDO LQ D GHSDUWPHQW RI JHQHUDO PHGLFLQH ZLWK LQWUDYHQRXV DQWLELRWLFV DQG
VXUURXQGHGE\KHUIDPLO\6KHFRQFOXGHGWKHVWRU\RI1RD¶VGHDWKE\GHVFULELQJKRZ
LQ VSLWH RI UHSHDWHG GHFODUDWLRQV E\ 1RD DQG %HQ RYHU WKH \HDUV WKDW VKH UHIXVHG
KRVSLWDOLVDWLRQ ZKDWVRHYHU %HQ FRXOG QRW EHDU WKH WKRXJKW RI JLYLQJ XS RQ KLV ZLIH
DOWKRXJK1RDKDGUHSHDWHGO\H[SUHVVHGKHUUHDGLQHVVWRGLH'U<DKDORPVDLG 
¶+H >%HQ@ ZDQWHG WR do everything [possible], in spite of the 
signature [ADs], in spite of it all, and in spite of WKH >1RD·V@
´GRQ·WGR DQGGRQRW UHVXVFLWDWHPH DQGGRQRW YHQWLODWHPH
DQG GR QRW«µ >ODXJKV@ 9HQWLODWHG IRU VR PDQ\ \HDUV ´1RW WR
WDNHPHµDQGDOOWKURXJKWKLVWLPHKH>%HQ@ZDVZLWKKHUZLWK
WKLV WKLQJ ´QRW WR WKHKRVSital. Everything at home. And if I 
have to die I will die at home. I cannot take it 
>KRVSLWDOLVDWLRQ@µ,QWKHPRPHQWRIWUXWKVRUWRIZKHQLWZDV
UHDO« WKDW·V LW +H SUREDEO\ QHHGHG LW WR IHHO WKDW KH GLG
HYHU\WKLQJ<HV·>'U<DKDORP@ 
'U<DKDORPVDLGWKDWVKHZDVUHDG\WRVXSSRUW1RD¶VGHFLVLRQWRGLHDWKRPHLIVKH
IHOWWKDWLWZDVKHUZLVKEXWVKHWKRXJKWWKDWLQWKHHQGWKLVZDVQRWWRWDOO\FOHDU6KH
VDLG WKDW VKH SHUFHLYHG 1RD DQG %HQ DV DPELYDOHQW WRZDUG KRVSLWDOLVDWLRQ WKH\
GUHDGHG LW \HW D GHFDGH HDUOLHU 1RD¶V OLIH KDG EHHQ VDYHG LQ KRVSLWDO KHU OXQJV
FROODSVHGZKLOHVKHZDVLQKRVSLWDODQGVKHZDVUHVXVFLWDWHGTXLFNO\DQGUHFRYHUHG
'U<DKDORPWKRXJKWWKDWWRZDUGVWKHYHU\HQGRI1RD¶VOLIHWKLVDPELYDOHQFHFDXVHG
GHOD\LQJKRVSLWDOLVDWLRQWLOOWKHILQDOPRPHQWZKHQLWEHFDPHWRRODWHWRVDYH1RD'U
<DKDORP VXJJHVWHG WKDW SHUKDSV DQ HDUOLHU KRVSLWDOLVDWLRQ ZRXOG KDYH VDYHG 1RD¶V
OLIHRQFHDJDLQ 
,Q WKH IHZ H[DPSOHV WKDW 'U<DKDORP VKDUHG ZLWK PH RI RWKHU SDWLHQWV DSDUW IURP
1RDVKHZDVFRQVLVWHQW LQSHUFHLYLQJKHU UROHDV µJRLQJZLWK WKHSDWLHQW¶ LQPDNLQJ
PHGLFDOGHFLVLRQVDOWKRXJKVRPHWLPHVWKLVZDVGLIILFXOWWRGR6KHEHOLHYHGWKDWVKH
KDG WRSURYLGH LQIRUPDWLRQ WRSDWLHQWV LQ RUGHU WRDOORZ WKHP WKHFKRLFHV WKDW ZHUH
PRVWVXLWDEOHIRUWKHPDQGWKDWHYHQWXDOO\VKHKDGWRDGDSWWRWKHSDWLHQWUDWKHUWKDQ
WKHRSSRVLWH6KHDGGHG 
¶As a physician you adapt yourself to the patient in front of you 
all the time, sort of you are a bit like a chameleon many 
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WLPHV««7KHUHLVLQGHHGDTXestion here: when do you give up 
>RQ ILJKWLQJ IRU OLIH@« 6RPHWLPHV WKHUH LV WKLV WKLQJ WKDW
ZLWKSHRSOHZKRJLYHXS\RXJLYHXSZLWKWKHP·>'U<DKDORP@ 
In the above account of Dr. Yahalom, the key elements that I wished to 
emphasise were: the ability to discuss EoL issues with patients and 
commitment to exploring those issues with them; ability to listen to patients, to 
trust them and to respect their choices (patient-centred communication); 
interest in patients and an active attempt to distinguish their uniqueness 
(empathy); ability to put RQH¶V own world views aside and respect those of 
patients (emotional resilience); efforts to bridge between a respect for the 
patient and for relatives when these were not completely compatible. In the 
example above, for most of the time Noa retained capacity and made her own 
decisions. She lost her capacity shortly before she died (around two days 
before death), and only then did Ben and Dr. Yahalom make decisions on her 
behalf.  
To the image provided by Dr. Yahalom regarding the role of the physician 
toward the dying patient, additional world views of the participating physicians 
will now be added. For analytical and comparative purposes, GPs are 
presented separately from hospital physicians. 
6.2.1.1 The role perception of GPs 
7KHWKUHH*3VYLHZHGWKHLUUROHDVWKHLU
SDWLHQWV¶VDIHJXDUGV
WHUPFRLQHGE\
Dr. Paz), because they felt closer to their patients than other specialist 
physicians, as Dr. Paz expressed it: 
¶7KH IDPLO\ SK\VLFLDQ KDV WKH UHDO UROH LQ WKLV LVVue 
[LTCs]. In the hospital in my opinion (and I worked there) 
WKH\ GRQ·W UHVSHFW WKLV ZLVK >$'"@ (YHU\WKLQJ ZRUNV
IDVW(YHU\ERG\«GRHVQ·WZDQWWRWKLQNWRWKHVHGHSWKV·
[Dr. Paz]. 
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Keeping the patient at home 
Attempting to keep a patient at home, or in a nursing home, rather than 
sending patients to hospital appeared to be perceived by all three GPs as their 
FHQWUDOUROHUHJDUGLQJG\LQJSDWLHQWV'U3D]H[SODLQHGWKDWDWKRPHSDWLHQWV¶
wishes not to prolong life are more achievable than in hospitals: 
¶7Ke family physician has a role to safeguard the patient. 
At home it is still possible. In the hospital in my opinion it 
LVQ·W SRVVLEOH« « , DP LQ WKH RSLQLRQ WKDW RQH ZKR LV
sentenced [to die from his illness] and is not turning the 
world up-side-down [i.e. fighting against the illness and 
looking for medical interventions] there is no need to 
SURORQJKLVOLIHDUWLILFLDOO\··>'U3D]@ 
All three physicians said that they knew their patients very well, and that in 
hospitals there is not enough time for the staff to get to know patients well 
HQRXJK WR PDNH GHFLVLRQV WKDW ZLOO UHIOHFW WKRVH SDWLHQWV¶ ZLVKHV DQG YLHZV
closely. Dr. Shalom, for example, was practising in the community as well as 
in an acute ward in a hospital. She said that her communication with her 
patients in the two settings was very different, and that she felt much more 
comfortable making or helping to make medical decisions for patients in the 
community, where she could have repeated conversations with them. She 
said: 
¶, KDYH DQ DGYDQWDJH ZLth the long-lasting acquaintance 
with the people here [in the community]. When I know it 
is the end, it is much easier than when I know a person 
>MXVW@RQHRUWZRKRXUV¶>'U6KDORP@ 
In specific situations during the LTC trajectory, there may be acute 
exacerbations or additional health problems which may seem acute and 
reversible, and are considered to be better managed in hospital. All three GPs 
shared such examples explaining the circumstances in which these situations 
turned out to be more complex: when patients deteriorated suddenly, quickly 
and irreversibly, and died in hospitals despite their previously-expressed wish 
to die at home and the preliminary intention of the physician to respect their 
wish. One such example was shared by Dr. Paz: 
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¶,KDGDSatient, [a] very wise man that was my patient in 
the Kibbutz62««DQGKHZDVDQGWRWDOO\OXFLG««DQG
we had an agreement that if something happened to him 
«ZHNHHSKLPDWKRPH«WKDWLIIRUH[DPSOHKHKDV«WKH
VLWXDWLRQ LV LUUHYHUVLEOH««$QG >EXW@ KH ZDs 
PLVIRUWXQDWHWRKDYHDPLQRU«FHUHEURYDVFXODUDFFLGHQW
, VDZ WKDW KH KDG D VOLJKWO\ 
KHDY\
 WDONLQJ« DQG >ZDV@
with a slight weakness of his hand. What do you do in this 
FLUFXPVWDQFH" «><RX@ FDOO DQ DPEXODQFH $QG WR P\
UHJUHW««LQ WKH KRVSLWDO««he gradually deteriorated 
and deteriorated. [He] was [mechanically] ventilated. At 
the end, I came to visit him, he was in a unit for 
[chronically] ventilated patients in [name of a geriatric 
hospital]. I failed, [because] he asked me [not to 
hospitalise him]. But how can you [i.e. one] know what will 
KDSSHQ"·>'U3D]@ 
Dr. Shalom and Dr. Yahalom also shared some detailed examples of what 
they perceived to be successful and non-successful experiences with dying 
patients and with their relatives, all of which highlighted that sometimes reality 
manifested itself in ways that neither the patient nor the physician could 
foresee. Sometimes an acute health event may develop to a terminal stage 
WRR TXLFNO\ DQG LUUHYHUVLEO\ VR WKDW SDWLHQWV¶ ZLVKHV PD\ EHFRPH QRQ-
realisable, as in the previous example. 
3K\VLFLDQV¶LQGLYLGXDODWWLWXGHV 
The three GPs said that overall they felt comfortable with people who say 
ZKDWWKH\ZDQW7KH\H[SUHVVHGUHVSHFWIRUSDWLHQWV¶YLHZV, as well as having 
their own conviction that their personal values and preferences were irrelevant 
in their encounter with a patient, and in the process of decision making 
regarding the patient. The three expressed more esteem towards patients who 
made the request to limit what they perceived as a futile treatment, rather than 
                                          
62 Kibbutz ± A small community that was historically based on communist principles or as 
Marx defined it: "From each according to his ability, to each according to his need".  All 
benefits and expenses were equally shared among all members. Today, a Kibbutz is a 
privatized rural community except in a few rare cases. 
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WKHRSSRVLWHGHPDQGIRUH[FHVVLYHPHGLFDOSURFHGXUHV'U6KDORP¶VZRUGV
represent this position: 
¶, UHVSHFW D ORW DPDQZKR LV \HDUV ROGZKR VD\V ´,
have lived my life. Now I decide with sound mind not to 
have the surgery, if tRPRUURZ,KDYHDKHDUWDWWDFNµ«,
DGPLUH VXFK SHRSOH , DP D FRZDUG ,GRQ·W NQRZZKDW,
ZLOOZDQW>IRUP\VHOI@7KHUHDUHSHRSOHZKRGRQ·WZDQWWR
EHDEXUGHQRQWKHLUIDPLO\DQG,UHVSHFW>WKDW@DQGGRQ·W
SUHVVXUL]H ,W GRHVQ·W PHDQ WKDW , ZRQ·W FRQWLQXH to 
VXJJHVWRSWLRQVEXW\HV>,UHVSHFWWKHLUGHFLVLRQV@·>'U
Shalom]. 
Dr. Yahalom addressed the opposite scenario: demanding maximum 
treatments when there is no more hope. On the one hand she liked this 
request less than a request to limit treatment, yet overall she reported she felt 
more comfortable when patients had requests of any kind rather than when 
they did not know what they wanted. She said: 
¶,DPVXUHWKDW,ZLOOOHVVOLNHLW««3HRSOHZKRILJKWKDUG
for their lives obtain all sorts of things [i.e medical 
SURFHGXUHV@« «>EXW@ , ZLOO GR LW >JR ZLWK WKH SDWLHQW@
7KHTXHVWLRQSRLQWWKDWLVGLIILFXOWWRPHLVZKHQ«,WLV
QRW
UHDO
>OLIH@DQ\PRUH«ZKHQLWLVPRUHDEXUGHQRQWKH
surrounding relatives than some kind of quality of life. 
[Yet] Perhaps it is also something that makes it easier 
IRU PH >:KHQ@ LW LV KLV >SDWLHQW·V@ GHFLVLRQ >DQG@ P\
FRQVLGHUDWLRQ LVQ·W ¶there· [i.e. my personal view isn't 
LQYROYHG@·>'U<DKDORP@ 
However, GPs were not comfortable with all patientV¶ requests/scenarios. 
Although they perceived their role to be receptive to any choices made by 
patients, they did share some difficulties. First, events sometimes turned out 
differently from expectations, and such experiences were sometimes 
challenging for the GPs and remained in their memories for long time (as 
shared by Dr. Paz earlier). Second, it seemed that it was more difficult to let a 
patient go at some times than at others. Dr. Yahalom, for example, described 
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that when the chances of recovery were relatively high she found it hard to 
accept that a patient (especially, although not exclusively, a younger patient) 
might simply give up without even trying to fight back against the illness. A 
third difficulty was shared by Dr. Shalom, who said that even in the last 
moments oI D SDWLHQW¶V OLIH LW ZDV KDUGHU WR DEVWDLQ IURP DFWLRQ WKDQ WR EH
active because this contradicted her medical education:  
¶,W LV PXFK VLPSOHU ZKHQ \RX VHH VRPHRQH LQ KLV ODVW
moments, to do whatever you can [do]. It resolves your 
hesitation and questionV OLNH ´ZK\ GLGQ·W \RX GR"µ ,I ,
GRQ·W GR LW NHHSV SRNLQJ ´3HUKDSV , VKRXOG KDYH >GRQH
VRPHWKLQJ@"3HUKDSV,VKRXOGKDYH"µ,W·Vdifficult [loud], 
LW·V YHU\ GLIILFXOW because not for this purpose we do 
what we do [i.e. VWXG\PHGLFLQH@·>'U6KDORP@ 
Dying at home perceived as a quality parameter 
Two GPs perceived that dying at home was a parameter of quality of home 
care at EoL, while another related to the place of death more neutrally. Dr. 
Paz for example estimated that when he worked in the Kibbutz, 80% of his 
patients with LTCs died at home. The same proportion happened in the 
nursing home under his charge. On the other hand, in the city setting he said 
that there were less than 50% deaths at home. He used this comparison to 
illustrate his belief that people in rural or nursing home settings felt more 
comfortable with dying at home than in the city. Dr. Yahalom shared the view 
that dying at home was usually the best outcome of home care at EoL. But all 
three GPs acknowledged that their view did not always match their patients' 
needs and that some patients needed to go to the hospital, if only to mark the 
fact that they are continuing to fight their illness and not succumbing to it.  
Communication about end-of-life (EoL) 
All three GPs said that it was easier for them to discuss EoL issues with 
patients who initiated such conversations. In their experience, when a GP 
initiated the communication it was more difficult and often communication was 
limited. They said that some patients got scared when the GP initiated talking 
about EoL preferences. Dr. Paz emphasized however that in his experience 
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there were differences between populations in his various surgeries (clinics). 
He found that it was less easy to bring up EoL issues with the urban 
population under his care, whereas in the rural communities where he worked, 
patients opened up to such conversations more easily. He also pointed out 
that he needed to have an impression of the patient before he could decide 
how to converse about EoL, and that being new in the current (urban) surgery 
hindered his competence. It was not clear whether this perceived hindrance 
was related to his unfamiliarity with the ethnicity of the local population, their 
traditions and/or languages (a large proportion of Ethiopian and Russian 
Jewish minorities), and/or to being new in the surgery and at the beginning of 
establishing trust and relationships with patients as individuals. Nevertheless, 
Dr. Paz appeared to feel cautious in addressing sensitive EoL issues. He said: 
¶:LWK WKH SDWLHnt it is very much depending on him. I 
check what he understands about his condition, what he 
was told, what are his expectations. [It] depends on him. 
,IKHWHOOVPH´GRFWRU,NQRZWKDW,DPDERXWWRGLHDQG
MXVWPDNH>VXUH@WKDW,ZRQ·WEHLQSDLQ>DQG] that I will 
QRWVXIIHU>WKDW·VRQHWKLQJ@+RZPDQ\>SHRSOH@OLNHWKLV
DUHWKHUH",IKHWHOOVPH´RKKRUULEOH,ZDQWVRPXFKWR
FRQWLQXH>WROLYH@DQGZK\GRQ·WWKH\ILQGDFXUHIRUPH"µ
then, what am I going to talk to him [about]? Then, I can 
say to KLP´OLVWHQ,DPKHUHE\\RXUVLGH,ZLOOKHOS\RX
with whatever I can. I will give you palliative care". I am 
QRW JHWWLQJ LQWR LW WRR PXFK« «, GRQ·W SUHYHQW WKH
FRPPXQLFDWLRQIURPWKHSDWLHQW >EXW@,GRQ·WIRUFHKLP
HLWKHU««7KHSDWLHQWGRHVQ·WKDYH to know all the fates 
>IRUHFDVWV@·>'U3D]@ 
Dr. Yahalom also distinguished between the quality and depth of 
communication when it was initiated by the patient and when she initiated the 
conversation. She reported finding that the former option enabled a much 
more meaningful and open conversation. Dr. Shalom seemed the most 
hesitant of the three participating GPs about initiating EoL conversations. She 
felt that such communication about preferences must come from the patient. 
She held the view that if she initiated the conversation about preferences, 
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most patients would be scared because they might not be ready for it. She 
added: 
¶7KHSK\VLFLDQDQGWKHQXUVHVDUHSDUWRIWKHFRPPXQLW\
We know [the people] and we know how to direct [them]. 
There are [old] people that if I talk to them about it 
>$'V@WKH\ZRQ·WXQGHUVWDQG´where do I come fromµ>LH
why do I talk about it now]««0RVWRIWKHPDUHDZDUH
that the time becomes counted, yet the majority, even if 
DZDUH ZRQ·W XQGHUVWDQG ZKHUH KDYH , 
SDUDFKXWHG
63 
from, if I start investigating [their] plans [and this is] 
DOWKRXJK WKH\ DUH QRW  >\HDUV ROG@ DQ\PRUH· >'U
Shalom]. 
In addition to the barriers coming from the patient¶V side, there seemed to be 
some barriers coming from physicians. Dr. Paz said frankly that he found gaps 
between desirable and actual communication that physicians make with 
patients, generalising that: 
¶:H [i.e. physicians] WDON DERXW LGHRORJ\ DQG ZH GRQ·W
practisH LW,W·VQRWVLPSOH««:HDUHQRWDVNLQJDOO WKH
patients [about their preferences]. We could ask as a 
URXWLQH« >EXW@ ZH GRQ·W 7KH >ZRUN@ GD\ LV ORDGHG« \RX
>WKHSK\VLFLDQ@HQWHUFRUQHUV >VLWXDWLRQV@ WKDW\RXGRQ·W
NQRZ KRZ \RX ZLOO JHW RXW RI WKHP« «:H >SK\VLFLDQV@
GRQ·WGRWKLVEHFDXVHRIPDQ\UHDVRQV WLPHDZDUHQHVV
[we@GRQ·W NQRZZKHUHZLOO LW OHDG WR IHDUIURPFDXVLQJ
pain to the patient: Why should he [patient] leave [the 
surgery] with bad feelings? [The patient may wonder] 
why the physician who is supposed to heal him all of a 
sudden asks him these questions? Maybe the physician 
NQRZV VRPHWKLQJ WKDW KH >SDWLHQW@ GRHVQ·W NQRZ" «LQ
P\EHOLHI,GRKDYHWRDVNPRUH·>'U3D]@ 
                                          
63 Parachuted ± 'to parachute on someone' is a jargon for 'coming by surprise' or 'appearing 
from nowhere'. 
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2YHUSURWHFWLQJ WKH SDWLHQW IURP HPRWLRQDO SDLQ RIWHQ VHHPHG WR µFRYHU¶
physicians' own discomfort from communicating about sensitive emotional 
issues; perhaps they were protecting themselves from emotional pain as well. 
This issue will be further elaborated in the discussion section.  
Communication with patients was undoubtedly the core interaction of GPs, but 
in many cases, especially in EoL cDUH SK\VLFLDQV KDG WR FRQVLGHU SDWLHQWV¶
relatives, introducing another element to be looked at.  All three GPs regarded 
communication with relatives as mandatory in the proper care of the dying 
patient. One example could be drawn from the vignette showing the 
UHODWLRQVKLS EHWZHHQ 'U <DKDORP DQG %HQ 1RD¶V KXVEDQG 'U <DKDORP
YLHZHG%HQDVSDUWRI1RD¶VOLIHDQGFDUH, and she usually met both Noa and 
Ben together in her home visit.  
Families were not perceived by the GPs as one-dimensional, because not 
only would families sometimes disagree with the physician, and/or with the 
patient, they might also disagree with each other. For example, Dr. Yahalom 
shared the story of a young dying patient who asked her to explain to him 
what would happen to him. She understood that the patient wanted to know 
what to expect before dying and she gave him information, with a reassurance 
that she would be there to ease any suffering. She shared how the patient's 
sister and wife (who were present in the conversation) were angry with her 
because they thought that she had spoken too openly with the patient. She 
said that it took a long time and much explanation and support until they could 
calm down from their anger.  
A second aspect of difficulty reported by GPs was when they had the 
LPSUHVVLRQ WKDW UHODWLYHV ZDQWHG WR µget ULG RI¶ WKH SDWLHQW ZKLFK *3V
perceived as unethical: 
¶, KDG PDQ\ IDPLOLHV ZKR VDLG ´ZHOO KH LV ROG OHW·V OHDYH
KLPDQGQRWGRDQ\WKLQJµ7KLV>LV@DJDLQVWWKHFRQVFLHQFH
DJDLQVWWKHZLOO,GRQ·WKDYHWR agree. I am not here to 
kill people just because the family said [that] he 
>SDWLHQW@LVROGDQGWKH\GRQ·WKDYHWKHVWUHQJWKWRWDNH
FDUHRIKLP·>'U3D]@ 
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The third aspect of involving relatives was related to hesitations sometimes 
coming from relatives, and their need to be reassured by physicians that 
indeed the patient had made the right decision in choosing to refuse lifesaving 
treatments: 
¶6RPHWLPHVLWLVPRUHGLIILFXOWWRWKHIDPLO\WKDQWRWKH
patient. The patient goes through a process and comes to 
term [with his condition] and afterwards all is clear to 
him. The family, it is a different process that they need 
to go through. Sometimes I had to speak with the family 
because they asked themselves if they did the right 
WKLQJ·>'U6KDORP@ 
After looking at the issues raised by the GPs regarding their relationships with 
patients and relatives, we will now proceed to the hospital physicians who 
participated in the study. 
6.2.1.2 The role perception of the hospital physicians 
The hospital physicians who participated in the study came from different 
clinical fields, as described in Table 12 (page 170). Two were working in 
specialized outpatient clinics within the hospital whereas two other physicians 
were heads of large inpatient wards; most of them had experienced both 
inpatient and outpatient settings. This subsection aims to cover the issues 
raised by these physicians regarding their role-perception toward patients at 
EoL. 
Communication - forcing an open door? 
Apparently, in the hospital setting (as seen also with GPs), communication 
was easier with patients who initiated it than when it had to come from the 
physician. It was almost as if communication is possible when the patient least 
needs it and has clear ideas about his needs (thus µforcing an open door¶): 
¶3HRSOHZKRDUHYHU\YHU\DZDUHRIWKHPVHOYHVDQGhave 
WKRXJKW DERXW LW >WKHLU ZLVKHV@ UHDOO\ UHDOO\ GRQ·W QHHG
my input [English] I mean, they have thought about it, 
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and with them there is no problem to talk, [like] an open 
page, an open book [i.e. frankly] to talk about it at any 
OHYHO ,W GRHVQ·W UHTXLUH D ORW RI WLPH DQG LI , VHH WKDW
they understand, sometimes without needing questions 
that come from me, then there is [=I have] no problem 
with that [i.e. with their decisions]' [Dr. Barda].  
Yet, compared with the GPs, the hospital physicians were less prone to start a 
conversation about EoL issues. Also, even when the patient initiated such 
conversations, the hospital physicians seemed to feel less comfortable taking 
part.  
Discussing sensitive issues 
It seemed that overall, as illness progressed, the growing disequilibrium 
between remission and deterioration made communication more difficult for 
the hospital physicians. From the various interviews, it appeared that having 
something practical to talk about promoted conversations. Thus when the aim 
was to discuss treatment options rather than to address EoL care plans with 
patients, it was easier for physicians. In such occasions, sometimes EoL 
issues came up as an additional, somewhat incidental, outcome:   
¶, SHUVRQDOO\ GRQ·W IHHO FRPIRUWDEOH WR WDON RQ DK« RQ
DK«´<RXKDYHDPRQWKWROLYHµRU´'RZKDW\RXQHHG>LH
SUHSDUH\RXUVHOI@µ«1RWZKHQLWLVWROGLQVXFKKDUVK>i.e. 
direct] way, and not in a non-harsh [i.e. softer] way. I 
GRQ·W GRQ·W OLNH %XW DK« \HV , LQLWLDWH LW« VRPHWLPHV«
especially when this has practical implications. For 
example when I must talk about [lung] transplantation 
DQG WKHQ« /HW·V VD\ WKHUH LV D Sossibility of 
WUDQVSODQWDWLRQ« 7KHQ \HV WKHQ DK LW LV SRVVLEOH WR
initiate a conversation. If you ask about me, yes I am 
GRLQJ LW ´+DYH \RX WKRXJKW DERXW RSWLRQV"µ ´+DYH \RX
WKRXJKW DERXW H[WUHPH RSWLRQV"µ ´:KDW LI"µ (WFHWHUD
etcetera. And then the person gives me the 'feel' how 
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FDQ,¶FURVVWKHEULGJH·64 with him. I mean in what degree 
of directness can I talk to him about this, and it [i/e/ 
WKHFRQYHUVDWLRQ@UROOVRQ\HV·>'U%DUGD@ 
This kind of swing between discomfort and obligation repeated itself with a few 
physicians, yet communication seemed even less feasible in an acute 
inpatient setting.  
Dr. Azriel worked in a busy acute medical ward, where staff usually had little 
chance to get to know patients very well before making critical medical 
decisions. Dr. Azriel said that when the patient was lucid the patient would 
decide for himself. Regarding a patient without capacity, he added that in an 
acute setting some incapacity might be temporary, and that he had felt 
responsible for ruling out and treating an acute element that could mask a 
SDWLHQW¶VXQGHUO\LQJGHJUHHRIFDSDFLW\7KHFXOWXUHRI FRPPXQLFDWLRQ LQ'U
$]ULHO¶VXQLW, as he described it to me, was more centred on acute and urgent 
situations than on preparing and planning ahead in the chronic and relatively 
stable phase, although not all cases that were discussed by him were a µRQH-
WLPH HYHQW¶ 6RPH SDWLHQWV ZHUH KRVSLWDOLVHG UHSHDWHGO\ LQ WKH VDPH ZDUG
when exacerbations occurred, and in those cases there was a potential to 
discuss their plans after overcoming a crisis, before hospital discharge. Yet, 
from the given examples and from the answers to my explicit questions, his 
report exhibited no evidence of advance care planning and communication 
with patients about their wishes and preferences.  
A different scenario from the one described above (in which Dr. Azriel was 
working), was revealed by a doctor who worked in the renal unit. Dr. Ash was 
the head of a large renal ward, comprising an acute inpatient unit as well as 
an outpatient dialysis unit. In the renal setting, patients were more likely to be 
known to physicians than in a medical ward; in the dialysis unit patients were 
treated repeatedly, three times a week for months and years, and in the 
inpatient unit some patients were hospitalised repeatedly due to chronic renal 
problems. It might therefore be expected that in the renal unit, the progress of 
a long term condition would be noticed and would be discussed; yet Dr. Ash 
said that advance care planning (ACP) was not practised at all in her ward. 
She added that she found it hard to discuss patients' requests to limit medical 
                                          
64 To cross the bridge ± to complete the mission. Here in the sense of communication. 
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care and to discuss EoL preferences more generally, and that she and her 
staff did not know how to do it.  
From the accounts of the physicians, the culture of both inpatient wards (and 
the dialysis unit) seemed to create situations where decisions were made 
under pressure even if they could have been handled non-urgently in a more 
stable condition, i.e. between exacerbations or when changes occurred. A 
similar strategy (avoiding open and planned conversations) was elucidated 
from Dr. Agmon, who thought that most of her patients were not ready to 
handle the truth of their diagnosis of a cognitive impairment (predominantly 
GXH WR $O]KHLPHU¶V GLVHDVH 6KH XVHG DQ H[Dmple to show me how she 
deliberately provided vague information because she thought that patients 
could not face the cruelty of a diagnosis of Alzheimer's disease:  
¶:H VD\ >WR WKH SDWLHQW@ ´7KH PHPRU\ LV QRW VR JRRG
perhaps [it is] Alzheimer, could be, , DP QRW VXUHµ
According to what they want to hear, we somehow say. 
$QG WKHQ WKHUH LV WKLV WKLQJ RI ´SRZHU RI DWWRUQH\ IRU
PHGLFDOFDUHµDQGWKLV >LVVRPHWKLQJWKDW@ZHWU\WRGR
$QGWKHQ,VD\ ´,I&+$69(&+$/,/$65, sometime [i.e. 
LQ WKH IXWXUH@ \RX GRQ·t remember [i.e. you lose the 
PHPRU\@ LI\RXZRQ·WEHDEOHZKRZRXOG\RX OLNH>WREH
\RXUSRZHURIDWWRUQH\@"6RPHWLPHV>SDWLHQWVVD\@´1R,
GRQ·WQHHGLWQRZ1RZ,DPDOOULJKWµ:KDWFDQ,GR">,
know that] he is already not OK. We try very much to 
convince them [patients] to do it [i.e. to appoint a proxy 
decision maker] otherwise we put the family to trouble 
with [legal] guardianship that has financial implications as 
ZHOO·>'U$JPRQ@ 
Dr. Agmon said that it was difficult to convince patients who were newly 
GLDJQRVHG ZLWK $O]KHLPHU¶V GLVHDVH WR DSSRLQW D UHODWLYH DV WKHLU SRZHU RI
attorney. It is perhaps not surprising that some patients seemed to 
understand, from the vague way in which their diagnosis was disclosed to 
them, that they did not have AO]KHLPHU¶VGLVHDVHDWDOODQGVDZQRUHDVRQWR
appoint anyone to make decisions on their behalf. 
                                          
65 CHAS VECHALILA- is equivalent to God forbid 
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Treatment refusals 
Some physicians said that when patients refused treatments, they tried to 
make sure that the patient understood the implications of both using and 
refusing life-sustaining treatments. Dr. Barda for example, referred to COPD 
SDWLHQWV DV µDFUREDWV ZKR DUH ZDONLQJ RQ D WKLQ URSH¶ +H H[SODLQHG WKDW
contrary to some LTCs, while COPD patients may deteriorate dramatically and 
even die, they may just as dramatically recover and survive, until the next 
crisis. He said that he could more easily accept treatment refusals when he 
felt that the patient understood and was aware that they had a similar chance 
of dying as they had of recovering. 
Perception of own communication competency 
Three of the four hospital physicians expressed mainly discomfort from 
discussing EoL issues, especially with patients. Dr. Agmon shared uneasiness 
about communication both with patients and relatives regarding diagnosis and 
prognosis, as shown earlier. She felt she did not have the appropriate 
communication skills and thought that these issues scared most patients. Dr. 
Ash said explicitly that she and her staff did not know how to talk about EoL 
and that advance care planning came as a request from some patients, 
otherwise it was not brought up. Most of the physicians gave at least one 
example of a patient who asked direct questions, yet the same patient could 
not handle the direct answer: 
¶7KHIDFWWKDWVRPHRQHDGGUHVVHGPHGoes not allow me 
to say everything. I mean, [that] sometimes, my 
experience is that many times he [patient] wants to hear 
encouragement, and this [i.e. asking about the future] is 
SURYRFDWLRQ WR ¶EX\· HQFRXUDJHPHQW , GRQ·W KDYH WKH
¶UHFLSH·KRZWRGLVWLQJuish. It is something intuitive' [Dr. 
Barda]. 
Some of the physicians seemed to use these examples as reasons for 
themselves as to why it was better, most of the time, not to initiate 
conversations on sensitive issues. Yet their discomfort seemed related to their 
difficulty to communicate about emotional issues as well. 
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Overall, the interviews with hospital physicians showed difficulty and often 
avoidance of discussing sensitive issues such as EoL plans. I found significant 
differences here from the descriptions provided by the GPs, who seemed to 
initiate communication even when it was not initiated by patients, and even 
when they found it hard to handle. Among the hospital participants, there were 
more expressions of incompetence in 'breaking bad news' and addressing 
sensitive issues with patients. 
Communication among colleagues 
Physicians in the outpatient setting did not share anything with me about 
collegial consultations regarding patients' wishes and care preferences, 
whereas in the inpatient setting within hospitals there was some indication of 
collegial discussions and shared decision making regarding EoL. Yet Dr. 
Agmon and Dr. Azriel described different local cultures, although they worked 
in the same hospital. Dr. Agmon relied on her past experience in an inpatient 
ward. She said that for decisions regarding withholding life-prolonging 
treatments in the ward, the policy was that three senior physicians had to sign 
the decision in the patient¶V file. She added that in her experience there was 
never a disagreement, and all medical decisions to withhold resuscitation 
were made unanimously. From listening to her, it seemed that discussion was 
quite limited: 
¶,WQHYHUKDSSHQHGWRXVWKDWIRUH[DPSOHZHWKHVHQLRU
physicians that had to sign66, were in disagreement. It 
KDVQ·W KDSSHQHG ,W ORRNV DV WKRXJKZHGHDOZLWK WKLQJV
WKDW DUH VR GLIILFXOW WKDW ZH DJUHH« «7KHUH LV QR
discussion. There is no discussion. The only thing there is, 
happens in the ward. If comes [a patient with] CVA and it 
is severe, and the patient is critical, [having] 
haemorrhage or something extensive, [then] comes the 
question whether to ventilate [mechanically] and then 
there is a discussion. The participants are the physicians 
who take part in the patient round, because if we decide 
not to resuscitate then three [senior] physicians must 
                                          
66 In decisions regarding ventilation the policy was to have the signature of three senior 
physicians if there was a thought to withhold mechanical ventilation. 
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sign. And then, three of the [senior] physicians present 
sign. It is not really a discussion. It is sort of 
[agreement] DPRQJXV·>'U$JPRQ@ 
On the other hand, Dr. Azriel described how physicians would discuss 
potential decisions in his ward, and said that he encouraged disagreement, 
saying: 
¶:KHQZHGLVFXVVDSDWLHQW LW·V NLQGRIDKDELW WKDWZH
DFTXLUHG« «ZH JLYH DUJXPHQWV ¶for· and ¶against·, 
treatment or ventilation. Finally we try to reach a 
consensus. If we cannot reach a consensus and there is 
HYHQ RQH WKDW VD\V ´QRµ >GLVDJUHHV WR ZLWKKROGLQJ
treatment], and this one, even [if he] is the youngest 
>MXQLRU@ LQ WKH VWDII ZH JR IRU ´GRµ >YHQWLODWHWUHDW@
UDWKHU WKDQ WKH RSSRVLWH« «, SHUVRQDOO\ KDYH already 
internalised that I lead the ward, but without being the 
´NQRZDOOGLFWDWRUµ·>'U$]ULHO@ 
The two examples differed in the openness and depth of discussion among 
colleagues yet, as could be seen in the previous sub-section, discussion with 
patients was difficult and partial in both instances. Apart from physicians and 
patients, there were relatives who were involved in the care and in decision 
making.  
Another issue that was raised was the relationship with relatives in situations 
of EoL decision-making. According to Dr. Agmon and Dr. Azriel, disagreement 
could and did happen between physicians and relatives, and in such cases, 
WKH\DIILUPHGWKDWWKHIDPLO\¶VGHFLVLRQSUHYDLOHG:KHQSDWLHQWVKDGFRJQLWLYH
impairment, communication occurred with relatives and medical decisions 
were always made after discussion with family members: 
¶%XWLWGHILQLWHO\GRHVKDSSHQWKDWWKHUHLVGLVDJUHHPHQW
ZLWK WKH IDPLO\« «,W QHYHU KDSSHQHG WR PH WKDW WKH
family said one thing and I did another thing. I think that 
it hasQ·WKDSSHQHGWRRWKHUV>FROOHDJXHV@·>'U$JPRQ@ 
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Regarding disagreement among family members, in the (frequent) absence of 
ADs, Dr. Agmon said (similarly to Dr. Azriel) that in such cases the decision 
would be to opt for life-saving measures, even if only one relative preferred 
them.  
7R FRQFOXGH WKLV VXEVHFWLRQ SUHVHQWHG WKH FRQWH[W RI WKH SK\VLFLDQV¶ UROH
regarding ADs, by providing details regarding the experiences of physicians 
among themselves, as well as with dying patients and their relatives. Although 
some of the physicians felt more comfortable communicating with patients 
who were interested and who initiated the exchange, it looked as though the 
participant GPs were the more committed to communicating with their patients 
and, overall, they felt more competent to do so. Hospital physicians, 
conversely, described limited communication in an acute setting that was 
focused on the immediate future even when there was a possibility to prepare 
for the longer term. In the outpatient clinics, although many patients were 
known to physicians for a while, planning for the future appeared difficult for 
the physicians. The trigger for communication was therefore mainly around 
practical actions (such as nominating a proxy decision maker for an 
incapacitated patient, or getting ready for lung transplantation). In the hospital 
setting the physicians seemed to perceive relatives' views or preferences as 
WDNLQJSUHFHGHQFHRYHU WKHSK\VLFLDQV¶YLHZV UHJDUGLQJ(R/GHFLVLRQVZKHQ
patients lost capacity. In the community it appeared more as a joint discussion 
led by the physician. One of the key differences between community and 
hospital physicians seemed to be that in the community, communication with 
patients and/or relatives was a process that started while the patient could still 
express themselves and often lasted long enough to build a relationship of 
trust with the relatives. Good relationships between physicians and patients 
and/or relatives were not always possible, but this issue will be addressed 
later in the chapter.  
6.3 3K\VLFLDQV¶H[SHULHQFHVZLWK$'V 
After looking at the broader picture of physicians' involvement in EoL 
decisions and care we will proceed to look into their involvement with ADs, 
which is a specific issue in EoL care. This section looks at GPs and hospital 
physicians together, unless a specific distinction is made. 
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6.3.1 7KH³QXPEHUV ´DQGNQRZOHGJHUHJDUGLng the 'Dying 
Patient Act' and ADs 
No real numbers were available regarding physicians' experiences with actual 
AD documents. Most physicians knew little about ADs in general and had 
seen few if any such documents in their professional life. In hospital, it 
seemed rare to have met a patient with ADs and rarer still to use such a 
document in EoL decision making. Dr. Shalom for example said she knew 
three patients in her community who held ADs. Dr. Ash said that she had 
never encountered a renal patient with Ads, and Dr. Azriel and Dr. Agmon 
said that they had little experience with ADs. 
Regarding their knowledge of the µ'\LQJ3DWLHQW$FW¶DPA) and ADs, Dr. Paz 
was the only one of the physicians who felt knowledgeable about the DPA and 
the legal AD form, as he said:  
¶/HW·VSXWLWWKLVZD\WRGD\WKHUHLVWKHODZ, the DPA, I 
know it well. I teach it to students and those who 
specialise [in faPLO\PHGLFLQH@ >%XW@ ,W GLGQ·W SHQHWUDWH
WRWKHYDVWSXEOLFLQP\RSLQLRQ·>'U3D]@ 
The other physicians (although all of them had heard about the DPA) had 
various degrees of acquaintance, from none-at-all to some degree of 
knowledge. Most of them had pieces of information but overall they seemed to 
be missing quite a lot. For example, most were not aware that ADs were now 
legal in Israel, yet they knew something about the 6-month prognosis as a 
factor to apply ADs. Dr. Azriel and Dr. Agmon did not address ADs directly to 
allow me to assess how much they knew about this option and its legal 
DVSHFWV'U$]ULHOVDLGDWRQHSRLQWWKDWSDWLHQWV¶UHTXHVWVDUHQRWOLPLWOHVVO\
respected, but it was unclear whether he was expressing his views or his 
knowledge regarding the legal boundaries of ADs, when he said: 
¶:H WU\ YHU\ PXFK WR UHVSHFW XQOHVV WKHUH LV
reversibility to the illness and we have the impression 
that we are not going to prolong suffering. Then [i.e. in 
such case] we prefer to do [i.e. to treat] and not to 
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respect the document. But usually we do respect the 
SDWLHQW·VUHTXHVW·>'U$]ULHO@ 
6.3.2 Documents and declarations 
0RVW RI WKH SK\VLFLDQV FRXOG SRLQW RXW OLPLWHG H[SHULHQFHV ZLWK SDWLHQWV¶
LQIRUPDO(R/UHTXHVWVRUUHODWLYHV¶UHTXHVWVRQSDWLHQWV¶EHKDOIZKHQWKH\ORVW
FDSDFLW\ µ,QIRUPDO¶PHDQV WRVD\ WKDW WKHVHUHTXHVWVZHUHH[SUHVVHGRUDOO\
without being backed up with AD documents. Dr. Agmon said: 
¶,WKLQNWKDWVRPHRQHZKRZURWHVRPHWKLQJLWKDSSHQHG
but very rarely. It happened in the ward. It regarded 
patients who came with severe CVA, elderly [patients], 
DQG WKHLU FKLOGUHQ VDLG ´+HUH WKHUH LV D OHWWHU
mother/father asked not to do anything, except of 
FRXUVHIURPWKHYHU\EDVLFWKLQJVµ·>'U$JPRQ@ 
Dr. Barda said that the little experience he had with EoL wishes was with 
informal requests rather than with ADs. Even with Naomi, he did not 
remember having seen an AD document (though Naomi was certain that a 
copy of her ADs was in her patient file in the clinic). Dr. Shalom remembered 
around 3-4 patients (in a decade) who were hospitalized and asked to return 
home, to die at home. She added that this wish was expressed by patients 
who did not have ADs. All three GPs could only recall a few of their patients 
who had ADs.  
Dr. Azriel said that he kept copies of the few AD documents he encountered in 
the ward-safe. Yet, it was not clear if, how and when these AD documents 
were used for EoL decisions of patients who lost capacity. The examples he 
gave for EoL decisions were mostly with patients who did not have ADs. Dr. 
Azriel raised the issue of accessibility to AD documents in patients' records, 
saying that now that the medical file was electronic, he faced a problem, 
because if he mentioned ADs in the follow up it would disappear from view in 
the following days. He did not have the option to scan the document into the 
electronic file and there was no system put in place to make a pop-up note in 
the electronic file, for everyone to see when they accessed the file. More 
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important than these practical problems, it was not clear if and how AD 
documents served decision making for people who lost capacity. 
It was interesting that the three GPs said in various ways that they did not 
need AD documents in order to discuss ACPs with patients and relatives, nor 
in order to make EoL decisions when their patients lost capacity. Yet they also 
said that with patients who had ADs it was easier to communicate about their 
preferences toward EoL, not because of the document but because of the 
mental and emotional preparedness that came out of making it:  
¶>LWLV@PXFKPRUHRSHQ>GLVFXVVLRQ@ZLWKWKRVH>SDWLHQWV@
who wrote [ADs] or told me [their preferences] before. 
7KRVH>ZLWKZKLFK@,UDLVHLW>LW·V@PXFKPRUHFORVHGDQG
there is always this question how much they want to talk. 
You always have to feel >ORXG@ LW EHFDXVH WKH\ KDYHQ·W
discussed GHDWK>ZLWKWKHPVHOYHV\HW@·>'U<DKDORP@ 
7KH*3VHPSKDVLVHGWKDW LQ WKHKRPHVHWWLQJWKHDELOLW\ WRUHVSHFWSDWLHQWV¶
(R/ZLVKHVGHSHQGHGRQ WKHSK\VLFLDQ¶VSKLORVRSK\RI care and willingness 
rather than on formal AD documents. With some contradiction, they said that 
they preferred to know if a patient had an AD document, yet most of them did 
not attach high value to the document in the process of decision making, as 
Dr. Paz said: 
¶An AD connected with the right physician is very 
FUHGLEOH««,QXWPRVWGLVFUHWLRQLQWKHSULYDWHKRPHRI
the patient there is a chance/ if the physician knows him 
[i.e. the patient] and agrees with him/ there is a chance 
that it will happen [i.e. IXOILOOLQJ WKH SDWLHQW·V ZLVKHV@
7KDW·V WKH PHVVDJH $ SHUVRQ LQ RUGHU IRU LW >i.e. EoL 
wishes] to happen [i.e. to be fulfilled], needs a physician 
that believes in this [i.e. in palliative care], and not 
necessarily based on the [AD] forms. There is no need 
IRUWKHVHIRUPV·>'U3D]@ 
All three GPs thought that ADs were much more relevant in the hospital 
setting where the patient is unknown, as are their priorities, as Dr. Paz 
articulated it: 
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¶,I WKHUH LV QR $' WKH\ >KRVSLWDO SK\VLFLDQV@ ZLOO QHYHU
[i.e. they FDQ·W@ UHVSHFW LW >i.e. a non-existent AD].  If 
there is an AD there is a small chance that they will 
implement [it], because after all, the person meant it [i.e. 
expressed a wish]. In the hospital chances are low to 
LPSOHPHQWDQ$'·>'U3D]@ 
Regardless of AD documents, the GPs apparently discussed patients' 
priorities when they felt the time was right, and they apparently matched the 
way in which they discussed EoL wishes to every patient according to their 
needs and capability, as they (the physicians) perceived this capability and 
these needs.  
It was interesting that Dr. Barda thought that even in the hospital he did not 
need AD documents in order to abstain from life-prolonging treatments or to 
give good palliative care. However, most of the examples he gave were of 
patients with capacity who could say what they wanted and did not need ADs 
for that. 
The GPs described an approach of investigating what the patient wanted to 
know and what their priorities were even when relationships were not long-
lasting. As mentioned earlier, home-hospice care usually lasted around a 
fortnight. In some cases GPs were caring for dying patients who were not 
registered in their surgeries but lived in proximity to their house, for example. 
In these cases they only could get to know the patient in their last days of life. 
The process of discovering what the patient wants to know was described by 
some physicians as difficult, and most of them said that when the patient 
initiates such conversation it is easier because: 
¶Most people who talk about it [their ADs], it is 
something that they are talking with death anyway. Sort 
RI WKH\KDYH WKLV NLQGRI WDON DQG WKHQ WKH\DK« WKH\
DK«WKH\UDLVHWKLVSRLQW·>'U<DKDORP@ 
In the relatively small experience with ADs, it seemed that in most cases the 
patients addressed the physician regarding ADs when they were already ill. 
Patients rarely came to discuss their AD document in good health. Most of the 
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EoL communication between GPs and patients was held without having made 
a formal AD-document. 
6.3.3 Looking at changes of views and wishes 
The three GPs and Dr. Barda (a SQHXPRORJLVWUHIHUUHGWRSDWLHQWV¶FKDQJHs 
of mind as an acceptable and rather expected occurrence. Dr. Yahalom 
described it as a constant challenge and viewed it as her role to check 
repeatedly with patients where they stood and if they wanted something 
different than they had before. For example, she thought WKDW %HQ¶V 1RD¶V
husband) wish to hospitalise Noa was an example of such a change of a 
need. She perceived her challenge at that moment to be weighing up 1RD¶V
previous statements, in her current condition, and trying to hear her voice, but 
also trying to support Ben in his distress. Dr. Shalom also legitimized changes 
of standpoints, saying: 

,W GRHVQ·W PHDQ that they [patients who refuse 
WUHDWPHQWV@ GRQ·W FKDQJH WKHLU PLQGV >WKLV LV@
Legitimate. Sometimes they change their minds late and 
then the success chances with the valves [replacement] 
DUHORZHU·>'U6KDORP@ 
Like Dr. Shalom, Dr. Barda also related to the diminished chances of helping 
patients when they changed their minds too late, saying: 
¶, DOVR VDZ SHRSOH ZKR ZHUH YHU\ DZDUH« «SHRSOH ZKR
were very determined with this wish [not to prolong life], 
that were 'well cooked'67 on it, thought about it and were 
determined but in the last moments, when it was not a 
momentary [i.e. short] process in the emergency room, 
but when there was a continuous process and they 
gradually deteriorated in the ward, and then they were 
willing, cheaply to 'buy' the opposite scenario, that, OK, 
[they agree to mechanical] ventilation, when the chances 
to wake up from it was 60% that [chance] of a month 
                                          
67 µ:HOOFRRNHG¶± a jargon expression that means that the person has thought a lot and was 
ready. 
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earlier, and they did [loud] get tempted. They were 
willing to embrace the more invasive attitude, contrary to 
what they said EHIRUH««,VDZWKLVQRWOHVVWKDQ>,KDYH
seen] people that were determined till the last moment 
>WRUHIXVHPHFKDQLFDOYHQWLODWLRQ@·>'U%DUGD@ 
Dr. Paz related to changes of views made in competency, saying that he 
flowed ZLWK WKH SDWLHQWV¶ µKHUH DQG QRZ¶ DQG ZKHQ D SDWLHQW FKDQJHG their 
mind he went along with the change. Using the example of Dov (the patient in 
CS7) regarding a change of views, Dr. Paz first said that Dov expressed 
µparadoxical¶'U3D]¶VZRUG behaviours: on the one hand he was radical in 
his refusal of any life-saving measures in case of incapacity; yet he showed 
great distress at symptoms and wanted countless tests and imaging. Later in 
the interview, Dr. Paz said that he believed that as long as Dov maintained 
capacity he would seek every possible treatment due to his fear of being ill 
and his wish to preserve his healthy condition as far as he could. At that point 
in the interview, Dr. Paz viewed the behaviour under capacity and after losing 
capacity as being different, rather than contradictory. 
6.3.4 Helping to make the AD document 
From the seven physicians who took part in the study, three (Dr. Barda, Dr. 
Agmon and Dr. Ash) said that they had never seen D µUHDO¶ $' GRFXPHQW
although some of them knew of patients who had made ADs. I found it 
intriguing that although Dr. Barda knew about the existence of such a 
GRFXPHQW LQ 1DRPL¶V FDVH KH GLG QRW DVN WR VHH LW QRU had he suggested 
putting it in her medical file. Four physicians had come across ADs in a variety 
of ways. Yet only one of them, Dr. Paz, said that he was involved in the 
making of ADs. He helped Dov to fill out the legal AD forms. Based on his 
experience, he pointed out that it was a very demanding task that required a 
few meetings and a significant investment of time, so much so that he was not 
ready to initiate it with patients unless they explicitly asked him for help: 
¶,ZDQWWRWHOO\RXWKDWWRILOOWKH$'GRFXPHQWDFFRUGLQJ
WRWKHODZWDNHVRYHUDQKRXUFHUWDLQO\«FHUWDLQO\«DQG
LW·V GLIILFXOW 2YHU DQ KRXU« LW PDy [require] few 
PHHWLQJV WLOO ZH FRPSOHWH >WKH SURFHVV@« DQG WKHQ KH
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>WKH SDWLHQW@ QHHGV WR EULQJ WKH ZLWQHVVHV 7KDW·V ZK\
PDQ\WLPHVSK\VLFLDQV«DSK\VLFLDQZKRILOOHG>KHOSHGWR
ILOOWKHGRFXPHQW@RQFH«ZRQ·WYROXQWHHUDJDLQ,WWDNHVa 
long time. The documents are not simple at all, at all, at 
DOO·>'U3D]@ 
Dr. Paz mistakenly thought that the physician is responsible for the signature 
of the witnesses, whereas legally the physician has only one responsibility: to 
explain the different treatment options that appear in the document, in order to 
make sure that the person makes informed decisions. The rest of the process 
does not need the involvement of a physician.  
Not only was it difficult to help patients fill in AD forms, but the GPs also 
thought that LWZDVQRWQHFHVVDU\ LQRUGHU WR UHVSHFWSDWLHQWV¶ZLVKHV LQ WKH
home or nursing home setting. All the participating physicians said that they 
never raised the option of making ADs. It was always the patient who came to 
them with the idea, the knowledge and premeditation. 
6.3.5 Communication about ADs 
The three GPs said that they used the occasion when patients presented their 
ADs or shared the fact that they had such document as an opportunity to 
discuss patients¶ preferences and wishes with them. Dr. Yahalom and Dr. Paz 
seemed to discuss EoL preferences with patients under their care at EoL as a 
regular practice, especially with long-lasting relationships. For example, 
regarding his relationship with Dov, Dr. Paz said that he would feel 
comfortable helping to make decisions for Dov if he lost capacity. He had 
many discussions with Dov and felt that he understood the spirit of Dov's 
requests if he were in a condition where he lost capacity. 
In contrast, Dr. Shalom said that such discussion was promoted mostly by 
patients rather than by her. In her experience it happened from time to time, 
not as a planned conversation, but as a reaction of patients to changing 
conditions. Apparently she held the view that if it did not come from the patient 
it would scare them. When I asked her about the possibility of communicating 
with elderly people in her community about their advance care plan she said 
for example: 
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¶, WKLQN LW ZRXOG GHSUHVV SHRSOH 3HUKDSV LW LV P\ RZQ
WKRXJKWV,GRQ·WNQRZ,WVHHPVWRPH OLNHVD\LQJ ´WKH
KDQJPDQ LV VWDQGLQJ RXWVLGHµ RU VRPHWKLQJ RI WKH VRUW·
[Dr. Shalom]. 
In the hospital setting, there was no such echo of discussions with patients 
who came with an AD document for future decisions, although it was a golden 
opportunity to learn what the SDWLHQWV¶YLHZVZHUH'U%DUGDGLGVD\WKDWKH
used opportunities when he felt the patient was willing to prepare for their 
future, to discuss their preferences if their condition deteriorated further. Some 
examples related to conversations with relatives who presented ADs and 
written letters on behalf of patients who had lost capacity, but none of the 
examples were detailed enough to provide information about the 
communication itself. 
6.4 How did patients and relatives view the 
SK\VLFLDQV¶FRPPXQLFDWLRQregarding EoL? 
It may be regarded as not surprising that the three GPs who agreed to 
participate in the study were viewed as very trustworthy by their patients and 
by some of the relatives in regard to ADs and respecting EoL needs. In all 
three cases a long-lasting relationship had been established, not only between 
the patient and the physician but also with others around the patient. Most 
often the GP took care of the patient and the spouse or even offspring that 
lived in the same community. Dr. Yahalom, who stands at the heart of this 
chapter (see Vignette 4 on page 172) was known both to Noa and to her 
husband, because she visited Noa at home mostly in the presence of Ben. As 
the GP herself described the interaction, it was often a conversation over non-
medical issues and interests, and after so many years a relationship had been 
formed not only between the physician and the patient, but including Ben and 
other members of the family as well. In the case of Yarden, the GP took care 
of both Yarden and Koby, but she was also a member of the same small rural 
community and therefore relationships went beyond pure patient-physician 
ones.  The same applied to the case of Dov who lived in a rural community, 
but there were also professional relationships because Dov helped Dr. Paz 
introduce computerised systems into the GP surgery, and thus relationships 
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were again beyond pure patient-physician ones. Although Yoni was no longer 
living in the village, and Dr. Paz was not practicing as a GP in that village 
DQ\PRUH'RY¶V WUXVW LQ'U3D]ZDVHYLGHQWThis was also reflected by the 
fact that Yoni, who knew how Dov trusted Dr. Paz and how close he felt to 
him, expressed certainty that Dr. Paz would help him to make decisions 
UHJDUGLQJ'RYDQGWKDWKHFRXOGFRQVXOWKLPHYHQWKRXJKKHZDVQRW'RY¶V
GP anymore.  
I found differences between the deep trust of these patients in their physicians 
and Naomi¶V WUXVW in her pulmonologist (lung specialist). Although she 
described her relationship with him as good, she felt that he had some 
difficulty in supporting her wishes not to be ventilated. She perceived 
hesitation in his evasive reaction when she tried to discuss her requests. 
Although Dr. Barda said (in his interview) that he could easily identify which 
patient was able to discuss openly and which was not, he also expressed 
some difficulty in communicating about prognoses, and about advance care 
plans. He said that Naomi was very determined and that he believed that she 
had clear idea what she wanted, yet he did not discuss the details with her, 
not even after her respiratory crisis (see synopsis of CS3). This ambiguity 
FRXOGGHFUHDVH1DRPL¶VWUXVWLQ'U%DUGD¶VDELOLW\WRVXSSRUWKHUZLVKHVQRWWR
be mechanically ventilated. I suggest that this ambiguity was also 
GHPRQVWUDWHGLQWKHIDFWWKDWHYHQWKRXJK'U%DUGDNQHZDERXW1DRPL¶V$'
he did not ask to see the document, did not recall seeing it, and did not initiate 
including Carol in a planned conversation to clarify things and to help all 
parties involved to reach the best possible outcomes in the next crisis. Overall, 
he did not seem to take any responsibility in preparing Naomi or 
accompanying her in her last phase of life, but was rather (at least partially) 
responsive to her requests. 
At the other end of the spectrum of looking at the communication between 
patients and their physicians, stand the examples provided in CSs 2,5,6. In 
these cases, as will be shown next, patients perceived their physicians as 
irrelevant partners.  
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6.4.1 Missing physicians - absent from the study, or from the 
care? 
As mentioned previously, only four physicians related to CSs took part in the 
study. In another three cases, either the patient refused to address the 
physician or the physician refused to participate. In these cases it appeared 
that this refusal may reflect the limited level of communication between the 
patient and the physician regarding EoL wishes.  
Meira for example said that she did not have any individual physician who 
followed her in her treatments, and that her ADs were not known to her 
physicians. She also expressed a high level of distrust in the medical staff in 
the dialysis unit. Ehud said that he did not consider it possible to discuss his 
EoL plans and wishes with his physician at all because of different values, due 
to the fact that the physician was religious and Ehud was not. Shelly and Omri 
felt that communication with their physicians regarding anything that was not 
purely medical (such as treatments and tests) was out of the question due to 
the work overload. Omri described this in picturesque yet sad words: 
¶>ODXJKLQJ@ ,W·V QRW LPSRUWDQW WR KHU >*3@« «\RX GRQ·W
have a physician with whom \RX KDYH ¶VRXO FRQYHUVDWLRQ·
[i.e. conversations regarding emotional aspeFWV@««WKHUH
LVQRWKLQJWRVD\>LHWRH[SHFW@««ZHOO LW >i.e. a GP] is 
QRWIRUSODQV:KRVSRNHDERXWSODQV"«,W·VQHFHVVDU\
but what can I do? [Let's say] I will go to the physician 
>DQGVKHZLOODVNPH@´ZKDWGR\RXZDQW"µ>&DQ,UHSO\@
´/HW·V SODQ P\ OLIH QRZµ" >DQ LQWHUURJDWLYH WRQH@· >2PUL
patient 5]. 
Patients reported that these physicians expressed impatience, frustration and 
anxiety. All patients were empathic to the distress of the physicians but they 
seemed abandoned in their emotional and physical distress. They felt unable 
WR 
GLVWXUE
 WKHLU SK\VLFLDQV ZLWK µQRQVHQVH¶ VXFK DV $'V (R/ ZLVKHV RU
emotional needs. In such an atmosphere it seemed impossible to ask 
physicians if they would take part in a study about ADs. Unfortunately I was 
not able to approach these physicians myself, therefore I could not gain their 
perspective on this. Yet, the mere difficulty of the participants in approaching 
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their physicians with issues that were important to them (such as ADs and 
future plans) is more problematic than the SK\VLFLDQV¶ absence from the study. 
It demonstrated barriers in the patient-physician relationship, and in the 
degree of trust that these physicians would EHWKHLUSDWLHQWV¶DGYRFDWHVLIWKH\
lost capacity. 
To conclude the part of the chapter looking in greater detail at the experiences 
regarding ADs, the major findings showed little experience with ADs 
altogether and not one initiative of the participating physicians to suggest this 
option to a patient (yet, it should be underlined that Adam, patient 9, said that 
ADs were suggested to him by his geriatrician). There were more encounters 
with informal declarations than with formal documents, and there was one 
example of a physician who had helped a patient make an AD. The GPs 
referred to the possibility that patients might change their views and wishes as 
normal. They thought that they needed to 'go with the patient' and adapt to 
such changes, while taking the opportunity to discuss these changes with the 
patient. There was a noticeable difference between: (1) physicians who used 
the opportunity of being given ADs to discuss patients' preferences and to 
understand their fundamental intent; (2) physicians who related to the AD 
document as something quite simplistic, whether they filed it away in the 
patient's records or not.  Physicians who felt comfortable communicating 
about sensitive issues were more prone to discuss ADs while those who felt 
uncomfortable mostly avoided such conversations. 
6.5 Discussion 
Several issues emerged from the findings of this chapter. These will be listed 
to note their presence, but not all will be discussed here due to length 
limitations of the thesis. Also, some issues are singled out elsewhere in the 
thesis, as will be indicated. Firstly, differences were seen between the 
participating GPs and the hospital physicians regarding perceptions of their 
role, and their communication styles and barriers around patients' EoL. GPs 
XVXDOO\ ORRNHGDW WKHSDWLHQWV¶ZKROH LOOQHVVSURFHVV DQGQHDUHU GHDWK WKH\
focused on keeping patients in their home setting, as free of symptoms as 
they could. Hospital physicians on the other hand were more focused on acute 
events than on looking at illness trajectories as whole processes. They 
203 
 
therefore seemed less able to plan the last phase of life. They seemed 
reactive rather than proactive, needing ad hoc decisions at every juncture. 
Also, within the group of hospital physicians there were differences in local 
cultures of discussion among colleagues regarding EoL decisions. In some 
units there seemed to be a declared local policy, in others not, and this 
difference in itself seemed to reflect a lack of policy in the overarching health 
organisation (lack of policy in health organisations was also evident in the 
survey of health care professionals, as the next chapter will demonstrate). The 
relationship between physicians and patients' relatives, which appeared in the 
findings and seems crucial to EoL decision making, will be further discussed in 
the general discussion chapter. 
Postulation about differences between patients coming from rural and urban 
locations derived from one interview alone. The GP stated that in the urban 
population it was less easy to bring up EoL issues, whereas in rural 
communities patients opened up to such conversations more easily. Another 
element contributing to this could also be that GPs in rural locations 
developed relationships with their patients that had a greater depth and trust. 
One statistical support for this claim comes from the latest 'population census' 
performed in Israel in 2008 by the Central Bureau of Statistics: While the rural 
population represented 8.2% of the total population in that census (Central 
Bureau of Statistics, 2009), the proportion of the UXUDOSRSXODWLRQDPRQJµOHJDO-
AD' holders, is 40% (Even, 2013) and similar differences appear from a study 
performed in the USA and which analysed data from 551,208 admissions to 
nursing homes during 2011 (Buchanan, Bolin, Wang et al., 2004). Differences 
between rural and urban populations could be related to other factors (such as 
different education levels, or physician-patient relationships as suggested 
above). Nevertheless this may be significant and it is perhaps an area for 
future research. Another important point made by one GP but also implied by 
other physicians was that it is more difficult to abstain from action than to be 
active (i.e. give medical treatments) because abstinence was perceived as 
contradictory to the medical education. This issue will not be discussed 
directly here, however it may be one of the factors influencing the low degree 
to which physicians initiate and/or actively participate in discussing advance 
care plans and ADs with patients, which will shortly be elaborated on. It may 
also be related to the fact that only in recent years has palliative care been 
incorporated into the speciality of family medicine in Israel, and many GPs are 
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not familiar with the palliative philosophy of care regarding life-limiting 
illnesses. 
In the findings of the current project, there seemed to be a mutual expectation 
by patients and physicians that the 'other' would initiate sensitive 
conversations, such as the patient's preferences towards EoL. This has also 
been revealed in other studies. For example, Almack et al. (2012) report a 
study with patients who were estimated to be in their last year of life, and 
which included their relatives and their health carers. Among other things, the 
study looked at the initiation of conversations regarding preferences of the 
patients towards EoL. Regarding the question of who should initiate EoL 
discussion, many patients expected that such a discussion would be initiated 
by the physicians. Moreover, as supported elsewhere, apparently many of the 
patients did not want to discuss plans for future care (Almack et al., 2012; 
Bajwah, Koffman, Higginson et al., 2012; Fried, Bradley and Towle, 2003). 
Some patients, for example, express fear from 'the evil eye', meaning that 
they think that talking about death will bring it upon them earlier (Curtis, 
Patrick, Caldwell et al., 2000). Some patients want to keep open the possibility 
of a miracle (Detmar, Muller, Wever et al., 2001). Yet Fried et al. (2003) found 
that the closer to death patients perceive themselves to be, the larger the 
proportion is of patients who desire to have accurate prognostic information. In 
my findings all patients wanted their preferences to be known to their carers 
(both relatives and physicians). As it appeared, patients spoke with physicians 
who enabled EoL discussions, while others expressed distress and 
dissatisfaction because such conversations with their physicians seemed 
impossible. Advance directives were only part of the possible relevant EoL 
issues that patients needed to discuss with their physicians. Due to the 
evident gap between patients' levels of satisfaction at their physicians' 
accessibility to dialogue, I will address the communication barriers of 
physicians in greater detail. Yet in reading the next section, the reader is 
advised to keep in mind that when barriers to EoL discussion are mentioned, 
they mean to include ADs as an obvious part; there is no way to discuss ADs 
separately from the broader communication about EoL care.  
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6.5.1 Communication about end-of-life and ADs ± are 
physicians self-protective or overprotecting their patients?  
Almack et al. (2012) found that not only patients, but physicians too were often 
reluctant to initiate sensitive communication. Physicians in multiple studies 
share worries that, by such initiatives, they may put patients in distress and 
take away any hope they may have (Almack et al., 2012; Curtis et al., 2000; 
Steinhauser, Christakis, Clipp et al., 2001). But there are indications that 
concern for the patients is not the only reason why physicians do not initiate 
EoL conversations. In an article named: 'breaking bad news: why is it still so 
difficult?', which was published by an oncologist three decades ago, barriers 
that are attributed to the physicians' side of communicating about EoL were 
listed and explained (Buckman, 1984). Physicians' barriers were divided into 
two categories: (1) various fears; and (2) taking responsibility for the bad news 
itself. Among fears he included were: practising communication without being 
trained for it; starting an uncontrolled chain of reactions by the patient 
(especially emotional reactions) and by the self (physicians' emotions); and 
exposure during EoL conversations to physicians' own vulnerability and 
mortality. Buckman (1984) explained that some physicians embellish the truth 
when facing the patient, both to protect their patients as well as to defend 
themselves. Physicians may over-stress the positive aspects 'here and now' 
or may be tempted to reassure the patient that everything will be fine. Yet 
later, when treatments fail, these physicians feel that they have failed to fulfil 
the promise of a cure. Their only control over the situation at that point is by 
protecting the patient from knowing the truth. By hiding the truth from the 
patient, physicians are also protecting themselves from facing the patient at 
this sensitive time (Buckman, 1984).  
Three decades later, there is further significant confirmation in research that 
breaking bad news is still difficult for most physicians, and many physicians 
feel ill-equipped to perform this task. Most physicians say that it is important to 
disclose information that will help patients prepare for their EoL, while avoiding 
such conversations in many cases (de Haes and Koedoot, 2003). 
Interestingly, studies that looked at barriers to EoL communication show that 
health-care professionals often name more barriers related to patients and 
health-care systems (Anselm, Palda, Guest et al., 2005; Curtis et al., 2000) 
and far fewer barriers related to their own fears (Hancock, Clayton, Parker et 
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al., 2007). This tendency to emphasise people other than the physicians was 
seen in the current findings as well.  
Some physicians tend to view patients as 'not yet ready/not wanting to discuss 
EoL', more so than reports by these patients about their own readiness or 
desire (Curtis et al., 2000). Not all patients are ready or want to have EoL 
discussions, and those who do may wish to do it at various stages along the 
illness trajectory (Curtis et al., 2000; Fried et al., 2003; Kirk, Kirk and 
Kristjanson, 2004; Knauft, Nielsen, Engelberg et al., 2005). The philosophy of 
social research postulates countless variations in individuals' needs, and 
variety is indeed elucidated in research, mostly through qualitative research. 
Moreover, there is confirmation that patients' needs may change along the 
illness trajectory (Fried et al., 2003; Kirk et al., 2004; Knauft et al., 2005), 
which the GPs in the current findings viewed as normal and expected. Based 
on this identified social variation, guidelines in different countries and 
organisations suggest patient-centred communication and an on-going 
process of communication regarding needs of EoL care, in order to provide 
the best and most individualised care possible (Clayton, Hancock, Butow et 
al., 2007; National Institute for Clinical Excellence - NICE, 2004). Yet, 
regardless of these recommendations, evidence shows mainly one-off 
discussions (if any), rather than repeated encounters to discuss the end of 
patients' lives (Almack et al., 2012; Fried et al., 2003). Also, there is indication 
from different clinical specialties that some physicians assess their patients' 
needs to discuss EoL issues without asking specifically whether and what 
patients want to know (Curtis et al., 2000; Knauft et al., 2005). Furthermore, 
some physicians' assumptions about patients' needs are influenced by first 
impressions (patients who seem satisfied, educated or communicative) rather 
than on actually knowing those patients' needs (Street, Gordon and Haidet, 
2007). Based on their assumptions, physicians may decide if and when to 
discuss with their patients, and how much information to provide (Hancock et 
al., 2007) and thus they may be imposing information that the patient is not yet 
ready to receive. Physicians who make assumptions regarding patients' 
readiness and/or emotional state are often inaccurate (Curtis et al., 2000; 
Ford, Fallowfield and Lewis, 1994). On the other hand, physicians who are 
patient-centred explore patients' needs by asking them explicitly and allowing 
them to express themselves. There is a growing body of evidence that patient-
centred communication allows patients to express themselves as individuals, 
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and thus provides patients with the support and information that they 
specifically need with respect to their ability to receive that information. This is 
shown to produce better health outcomes (Jackson, 2005; Kaplan, Greenfield 
and Ware, 1989). 
Unfortunately, not all physicians know how to individualise communication 
with patients. Without proper skills they are reluctant to broach sensitive 
issues and tend to emphasise medical information such as tests and 
treatment plans (Detmar et al., 2001). Sometimes avoidance of sensitive 
communication seems to be due to the dread of unknowingly harming the 
patient. It may also be chosen to self-protect the physician who feels ill-
equipped to deal with the emotional exposure to his incompetency or - even 
worse - to his own mortality (Buckman, 1984).  
Communication is known to be a skill that can be learned, and indeed 
communication skills are incorporated into the programs of health care 
disciplines in some countries (Steinhauser et al., 2001). It is recognised that 
physicians' fears are barriers to constructive and empathic communication 
with patients (National Institute for Clinical Excellence - NICE, 2004). 
However, there is developing evidence that teaching communication skills is 
effective (Back, Arnold, Baile et al., 2007; Butow, Cockburn, Girgis et al., 
2008) and has positive influences on the rapport between physicians and 
patients, and on health outcomes (Arora, 2003). Currently, guidelines for EoL 
care emphasise that teaching communication skills to health care professions 
is imperative. Guidelines stress that communication education programs need 
to: include large components of experiential learning; allow for reflection and 
self-awareness; provide a safe environment for learning based on constructive 
feedback; be a process of learning over an extended period (National Institute 
for Clinical Excellence - NICE, 2004). It should be considered that in order to 
produce long-lasting learning of communication skills and to apply such 
guidelines, sufficient resources need to be allocated.  
Much of the data in this chapter relates to communication. Good and longer-
term communication promoted more patients' confidence while poor 
communication provoked mainly discomfort and distress in patients. I suggest 
that communication barriers related to physicians as well as to other health 
care professionals are one of the reasons for the rarity of treatment refusals 
witnessed by the participating physicians in this study. Feeling unskilled to 
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engage in sensitive communication, in addition to the commitment not to harm 
the patient, probably impedes many health care professionals from initiating 
EoL conversations, including wishes related to medical treatments in the last 
phase of life. The discomfort that was expressed here and in other research 
may be one of the explanations why physicians prefer not to initiate such 
conversations, although many admit that these conversations should be 
carried out and are important to patients and relatives (Steinhauser et al., 
2001). Whether avoidance of communication at EoL is explained by patient's 
(over-)protection or by physician's self-protection, it mainly reflects these 
professionals' under-developed skills in communication. Providing physicians 
and other health care professionals with proper tools will give them better 
emotional readiness and communication skills. This will undoubtedly 
encourage them to communicate more and probably to initiate EoL 
discussions with patients and relatives more often, according to their patients' 
needs, with less fear and less vulnerability for both partners. 
6.6 Conclusion 
7KLV FKDSWHU DLPHG WR UHVSRQG WR WKUHH RI WKH VWXG\¶V UHVHDUFK TXHVWLRQV
First, to explore the extent to which the expectations of patients with ADs are 
met by their formal carers during the delivery of care towards and at the end of 
life. This question received only limited testimony in the data. It is a question 
requiring further exploration in the future and which may require different 
approaches, perhaps using longitudinal studies. Second, it was intended to 
examine the potential contribution that ADs have in the palliative care of 
people with LTC, from the perspective of their physicians. Although some 
participating physicians had limited knowledge regarding ADs and how to use 
them, it was suggested by the participants that ADs may serve as a platform 
to discuss EoL preferences with patients on the one hand, or they may be 
used as intended, to represent incapacitated patients mainly in hospital 
settings where these patients are less well known than in the community. The 
WKLUGUHVHDUFKTXHVWLRQZDVWRH[DPLQHKHDOWKSURIHVVLRQDOV¶NQRZOHGJHDQG
attitudes relating to ADs and their perceived role in the process of making 
ADs. This question produced the most copious data. The findings showed 
variety and breadth of experiences that overall elucidated a lack of knowledge 
regarding ADs specifically, as well as more broadly indicating a great deal of 
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missing knowledge in palliative care and communication skills. These findings 
can give additional support to previous evidence of communication barriers 
that need to be surmounted. They show quite clearly that in order to deal with 
ADs, health care professionals need to overcome communication barriers. 
Advance directives are part of EoL discussion and planning, but it is difficult to 
distinguish barriers specific to ADs as long as death and dying are mostly 
intimidating for health care professionals. Hopefully, with improvements in 
communication skills and less avoidance of communication around EoL there 
will be more room to focus on barriers that are related specifically to ADs.  
The next chapter will provide additional support to the findings of this chapter, 
by adding the results of a survey of health care professionals regarding ADs. 
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CHAPTER 7: FINDINGS FROM THE SURVEY 
7.1 Introduction 
As mentioned in Chapter 3 (the methodology chapter), examining how 
advance directives (ADs) are viewed and understood by health care providers 
(HCPs) in the Israeli health system was viewed as complementary to the 
case-study element of my research. This angle was initially explored by 
Bentur (2008), who conducted her research after the enactment of tKHµ'\LQJ
Patient Act ± ¶ (DPA) and the legalisation of ADs in Israel (The Dying 
Patient Act, 2005). Bentur (2008) used focus groups to explore geriatricians¶ 
DQG IDPLO\ SK\VLFLDQV¶ NQRZOHGJH RI DQG DWWLWXGHV WRwards ADs (Bentur, 
2008). Her findings will be presented and compared with my study in the 
discussion part of this chapter. %HQWXU¶V (2008) study is of particular relevance 
because she suggested learning further about the current situation in Israel 
by using a larger sample, by including other health professions, and by 
looking at various clinical fields (Bentur, 2008). This was the aim of the 
quantitative element of my project, and it was intended to be achieved by 
surveying the existing ability (knowledge, attitudes and experiences) in the 
health system (various disciplines in different clinical fields) to deal with ADs. 
As will be revealed, only a limited sample could be reached within the data-
collection period. This chapter will describe the findings of the survey and 
GLVFXVV WKRVH ILQGLQJV LQ UHODWLRQ WR SUHYLRXV OLWHUDWXUH HVSHFLDOO\ %HQWXU¶V 
(2008) findings in Israel, DQG 6FKLII HW DO¶V (2006) findings in the UK. This 
chapter will also HYDOXDWHWKHVXUYH\¶VOLPLWDWLRQVDQGstrengths.  
7.2 Methods 
7.2.1 The questionnaire - an overview 
The questionnaire, based on one developed by Schiff et al. (2006), was 
adapted both linguistically and culturally (see Chapter 3 for details, and refer 
to Appendix E). It contained seven sections, composed of different numbers 
of questions in each part. Most were closed-ended questions, and some were 
open-ended. The closed-ended questions were of two types: one type in 
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which participants had to select the most suitable answer among the given 
choices, and another type in which they were asked to choose all the 
options that were relevant to them; they also had an additional option: 
³RWKHU´, in which they could write choices that were not listed. There were a 
few screening questions that formed µjunctions¶ where participants for whom 
subsequent questions were irrelevant were referred to the next relevant 
section. The questionnaire addressed three main issues, listed below:  
x Knowledge regarding WKH ,VUDHOL ³'\LQJ 3DWLHQW $FW ± ´ ZKLFK 
regulated ADs and provided a pro-forma68 for making them) and regarding 
AD-related policy in WKHUHVSRQGHQW¶V workplace.  
x Attitudes toward: the concept of ADs; role perception of communicating 
about and helping to complete ADs; and the idea of a pro-forma for ADs. 
x Experience with: communicating and helping to make ADs; caring for a 
patient who has an AD; and participating in carrying out an AD in a 
patient¶s dying process. 
7.2.2 Recruitment 
The recruitment plan, as well as the changes introduced in it, has been 
discussed in the methodology (Chapter 3). The actual recruitment happened 
during a national palliative care conference which addressed HCPs who care 
for people with a variety of long term conditions (LTCs)69, in hospitals and in 
the community, and which took place in Israel, in February 2011. 
7.2.3 Response 
Seventy-seven HCPs agreed to fill in the questionnaire (90%). Eight 
individuals declined because: they felt uncomfortable with a questionnaire in 
Hebrew (n=4), they were giving an oral presentation at the same conference 
and were too tired to fill in the questionnaire (n=1), or they declined without 
explanation (n=3). Five of the 77 questionnaires filled in were excluded due to 
various reasons:  
                                          
68 Pro-forma-  i.e. a form or document of a standard type used in every situation, not 
designed especially for a particular situation (Encarta) 
69 Examples for LTCs considered: Cancer, neuro-degenerative conditions, organ failure (Renal 
/heart /lung). 
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x Filled in by a spiritual counsellor (which was not one of the included 
disciplines) (n=1) 
x Only odd pages were filled in (n=1)  
x Too incomplete to be analysed (n=3)  
The analysis that is presented in this chapter is therefore based on 72 
completed questionnaires.  
7.2.4 Data analysis 
Data were analysed using SPSS statistical software, version 17. Analysis is 
mainly descriptive because of the fact that two of the disciplines (physicians 
and social workers) were under-represented (n=8 and n=7, respectively), and 
GLGQRWDOORZµZLWKLQDQGEHWZHHQJURXS¶comparisons or the use of statistical 
tests in a manner significant enough to compare the three disciplines. 
Consequently, the results in this chapter will relate to the whole sample and 
will include the three disciplines.  
7.3 Results 
7.3.1 The sample 
The final sample (N=72) comprised 57 nurses (79%), 8 physicians (11%), and 
7 social workers (10%), aged 28-70 (Mean=49.3; SD=9.8). The sample was 
uneven in other respects (see Table 13, below), such as gender (n=66, 92% 
females), profession (n=57, 79% nurses) and religion (n=66, 92% Jewish). 
The most common traits of the sample participants were: secular (n=49, 
68%), from the field of oncology (n=37, 51%), worked in hospitals (n=35, 
49%), and had over 11 years of professional experience (n=51, 71%). 
Table 13: General description of the survey's sample (by profession) 
 Profession  
 Physician Nurse 
Social 
worker Total 
Gender Male 5 1 0 6 (8%) 
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Female 3 56 7 66 (92%) 
Religiosity Religious 2 8 3 13 (18%) 
Traditional 1 7 0 8 (11%) 
Secular 3 42 4 49 (68%) 
None applicable 1 0 0 1 (1%) 
Religion Judaism 6 53 7 66 (92%) 
Islam 0 1 0 1 (1%) 
No religion 2 1 0 3 (4%) 
Other religion 0 1 0 1 (1%) 
Medical 
domain 
Oncology 1 35 1 37 (51%) 
Cardiology 0 1 0 1 (1%) 
Geriatric 5 10 5 20 (27%) 
Other domain 2 5 1 8 (11%) 
More than 1 domain 0 4 0 4 (6%) 
Years of 
experience 
1-5 years 1 7 3 11 (15%) 
6-10 years 0 9 1 10 (14%) 
11 years and above 7 41 3 51 (71%) 
Place of 
work 
Hospital 3 31 1 35 (49%) 
Geriatric institution 2 4 0 6 (8%) 
Community 2 13 3 18 (25%) 
Other 0 6 3 9 (13%) 
More than one 1 3 0 4 (6%) 
7.3.2 +HDOWKSURIHVVLRQDOV¶knowledge, attitudes and 
experiences regarding ADs 
The findings that emerged from the survey are first presented and then 
compared with prior evidence in the literature. The qualitative data provided in 
the answers to open-ended questions and other comments were summarised 
and added to the description of the quantitative data where relevant. 
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7.3.2.1 Knowledge 
The Dying Patient Act (DPA) 
All the participants (n=72, 100%) reported knowing about the existence of the 
DPA. Yet, 8 (11%) did not know its content although they had heard about it; 
26 (36%) had participated in a lecture about the DPA; 46 (63%) had read it; 
32 (45%) knew the appendices of the DPA70; 14 (20%) knew about the 
national pool for ADs in the Israeli Ministry of Health and 7 (10%) had taught 
about the DPA. 
Institutional policy regarding AD 
Most of the respondents (n=66, 92%) worked in health organisations. Of 
thoVHDQVZHUHGµ\HV¶DERXWWKHH[LVWHQFHRIan advance care plan 
(ACP) policy in their workplace   DQVZHUHG µQR¶ DQG  
answered µnot sure¶. To the question whether AD or ACP forms were 
available in their workplace for patients, 44 (61%) replied µQR¶  
UHSOLHG µGRQ¶WNQRZ¶DQGUHSOLHG µ\HV¶7KRVHZKRUHSOLHGSRVLWLYHO\
said that these forms related to µvarious health conditions¶ (n= 9, 90%) or 
µDNR¶71 (n=1, 10%). Of the 66 respondents who answered the question 
regarding the availability of an AD or ACP form in their institution, 10 (15%) 
reported that these forms were available, and most of the latter answered the 
open questions as well, which related to content, strengths and weaknesses 
of the forms (9, 9 and 7 comments, respectively) as detailed below. 
Content of the ACP/AD forms in workplace as reported by 
respondents 
In an open question regarding the health conditions that AD or ACP forms 
covered in their institutions, 9 of 10 (90%) respondents provided answers 
which addressed other issues as well. Two (20%) said that they did not know 
or did not remember the content, while others mentioned: 
                                          
70 The appendices include the pro-forma for AD and/or for appointing a legal power of 
attorney, among other documents. 
71 DNR ± $ µ'R1RW5HVXVFLWDWH¶RUGHU WRSUHYHQWFDUGLR-pulmonary resuscitation efforts in 
case of cardiac or pulmonary failure. 
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x Health conditions covered by the form (mental incapacity and terminal 
illness) 
x Medical interventions that can be refused or choseQµZLGHUDQJHGRZQWR
WKH OHYHO RI LH LQFOXGLQJ DQWLELRWLF WUHDWPHQW¶ µLQFOXGLQJ WKH ZLVK IRU
LQVHUWLQJWXEHVLQWRWKHP¶ 
x The possibility to nominate a legal power of attorney (LPA) 
The view of HCPs regarding strengths of AD/ACP forms in their 
institution 
7RDQRSHQTXHVWLRQUHJDUGLQJWKHVWUHQJWKVRIWKHLQVWLWXWLRQ¶V$'$&3IRUP
2 out of 9 answers (22%) were general (the positive aspect of the option to 
express wishes and to have a plan for end-of-life (EoL) in advance); 3 (33%) 
respondents said that they did not remember or know enough; while 3 others 
were more specific: 
x The benefit of nominating a decision maker by the patient, rather than 
having to have the court nominate a legal guardian at a later date.  
x The form being clear and detailed, covering all treatment possibilities 
(n=2, 22%).  
The view of HCPs regarding weaknesses of AD/ACP forms in 
their institution  
Respondents mentioned a few weaknesses regarding the form (ACP or AD) 
that existed in their workplace, in free text, saying that: (1) It is not applied in 
reality; (2) It is difficult to decide the right timing to carry it out; (3) The form 
was too long and detailed (n=2); (4) It did not detail enough hypothetical 
medical situations and it did not refer to DNR (n=2); (5) HCPs need to explain 
the forms to the patients.  
Possible complexity around AD/ACP forms was illustrated by the fact that 
some respondents thought that patients depend on HCPs to explain the AD 
form to them, while others thought that it was difficult to understand the 
content themselves, suggesting that they may not be able to help patients on 
this matter when the need arises. 
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7.3.2.2 Attitudes 
Two probing questions were addressed to the whole sample: (1) µ+RZGR\RX
IHHODERXWWKHXVHRI$'V"¶ (Answered by 71 (98%) of the respondents), and 
(2) µ$UHWKHUHDGYDQWDJHVWRWKHXVHRI$'V"¶ (Answered by 72 (100%) of the 
respondents). Most respondents had positive attitudes to both questions (see 
Table 14 below). It is interesting that two respondents added notes beside the 
first question. One described embarrassment and confusion ¶, GRQ·W NQRZ
KRZ , IHHO·) and another wrote that it is important to allocate time for 
communication about ADs ¶WR JLYH PRUH VSDFH IRU WKLV LVVXH ZKHQ
communicDWLQJZLWKWKHSDWLHQWDQGKLVUHODWLYHV·).  
Table 14+HDOWKFDUHSURYLGHUV¶DWWLWXGHVWRZDUG$'V 
µ+RZGR\RXIHHODERXWWKHXVHRI$'V"¶
Q  
µ$UHWKHUHDGYDQWDJHVWRWKHXVHRI$'V"¶
Q  
&RPIRUWDEOH <HV 
&RQFHUQHG 1R 
1RWVXUH 1RWVXUH 
+HDOWKFDUHSURYLGHUV¶concerns related to the concept of ADs 
The question, µWhat could be worrying about ADs?¶ was addressed to the 
entire sample and participants could choose all the applicable answers (out of 
six options) and add ones that were not listed. Seventy respondents (97%) 
answered this question. The rate of response ranged from 22 (31%) who 
ticked concern about WKH µVOLSSHU\VORSH¶72, to 48 (67%) who feared the gap 
EHWZHHQ ZLVKHV H[SUHVVHG LQ $'V DQG WKH IDPLO\ RU FRPPXQLW\¶V DELOLW\ WR
execute them (see details in Table 15, below). There were 10 additional 
comments in the open category which are described and discussed later 
(Table 21, page 225). 
                                          
72 µ6OLSSHU\VORSH¶ is an expression to describe the moral fear of a gradual process starting 
with allowing a change that seems relatively harmless to morality and gradually allowing 
further changes, resulting in currently unthinkable behaviours or norms becoming accepted. 
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Table 15: Concerns related to the concept of ADs (n=70) 
Statement  n (%) 
Wishes expressed in ADs cannot be fulfilled by the family or community  48 (67%) 
Lack of uniform mechanism to deal with patients with ADs 34 (47%) 
Potential for coercion by others 32 (44%) 
Difference between coping in reality and the theoretical fears that led to 
formulating ADs 
31 (43%) 
People may complete ADs without understanding the implications of 
their decisions 
30 (42%) 
Option for shortening life ± IHDURIWKHµVOLSSHU\VORSH¶(see footnote on the 
previous page) 
22 (31%) 
Other (listed in Table 21, page 225) 11(15%) 
Health care providerV¶Sositive attitudes toward the concept of 
ADs  
In their response regarding the advantages of ADs, participants could choose 
all the applicable options and add ones that were not listed. The rate of 
positive response to all the suggested options was high (n=47-60, 66%-85%), 
and it is listed in greater detail in Table 16 (next page).  
Attitudes toward communication about and helping to make ADs 
Attitudes toward communication about ADs referred to participants who did 
not experience discussing or helping others to create ADs (n=36, 50%). They 
were asked µ:KDW DUH SRVVLEOH H[SODQDWLRQV IRU QRW KDYLQJ H[SHULHQFHG
GLVFXVVLQJ$'V"¶, and were provided with a choice of answers. Twenty nine 
(81%) inexperienced respondents answered that no one had made such a 
request from them; 14 (39%) did not know how to do it; and 7 (19%) felt 
uncomfortable and explained their discomfort in free text:   
x Such conversations may suggest that the treatment will not succeed (i.e. 
reflect pessimism).  
x It is a sensitive issue and not pleasant to mention.  
x HCPs fear the reaction of the person they talk to. 
x HCPs lack knowledge about legal and other aspects of AD that are 
unclear. 
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Table 16: Positive aspects of ADs LQ+&3V¶YLHZQ  
Statement  n (%) 
3URYLGHDXVHIXOLQVLJKWLQWRVRPHRQH¶VZLVKHVWRLQIRUPabout a health-
care choice  
60 (85%) 
Provide peace of mind for those concerned with losing the ability to 
communicate  
60 (85%) 
Provide a OHJDOVWDQFHIRUVRPHRQH¶VZLVKHVZKHQthey can no longer 
express themselves  
60 (85%) 
Provide respect and humanism 58 (82%) 
Help convey a SHUVRQ¶VZLVKHVWRKLVUHODWLYHV 57 (80%) 
Help an individual define his wishes for himself  54 (76%) 
Aid communication and end-of-life care planning, and identify the AD-
producer¶V fears 
54 (76%) 
Provide sense of control over life 51(72%) 
Might reduce inappropriate hospital admissions of terminally ill patients  47 (66%) 
Other (open responses):  
x Promote communication with family and reduce escapism when 
discussing EoL 
x Help cope with feelings of loss, closure and separation 
processes  
x Give a sense of control over dying  
x Provide reassurance to the staff that they may abstain from 
treatment  
x Reduce tensions among family members 
3 (4%) 
One participant (3%) said it was not his/her job, but no one (0%) said that it 
was against their belief. In the open category there were 7 additional 
'explanations for not discussing ADs': 
(1) It is the responsibility of the social worker.   
(2) Feeling rejection by the staff in addressing this issue. 
(3) Not having the opportunity to do it in the current position (n=2). 
(4) Lack of information for carers and patients and lack of public awareness 
of this issue.  
(5) Feeling unknowledgeable about it (n=2) (¶, GLGQ¶W HQFRXUDJH KLP WR
address me on this issue·).  
(6) Not having the relevant forms.  
The overall impression was a lack of confidence and tools to engage in such 
communication. 
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Attitudes toward the idea of pro-forma for ADs  
The screening question was: µ'o you find a pro-IRUPDIRU$'VXVHIXO"¶. The 
UHVSRQVHVQ ZHUHVSOLWEHWZHHQFDWHJRULHVµ\HV¶Q 
µQR¶ Q   µQRW VXUH¶ Q   7KRVH ZKR UHSOLHG SRVLWLYHO\ RU
hesitated (n=67, 94%) were invited to list the positive aspects of a pro-forma 
for ADs and to list all the issues that should appear in such a pro-forma. The 
aspects suggested in the questionnaire were generally highly selected (by 
n=46-54, 69%-81% of the 67 respondents to this question), and details 
appear in Table 17 in the next page. One participant (1.5%), contrary to the 
others, supported an open form, which is personal and adapted to each 
individual. Issues that should appear in such a pro-forma were also relatively 
highly selected (by n=39-58, 61%-87% of the 67 respondents to this 
question). Yet, the option to include in the pro-forma: µDUHTXHVWIRUDQDFWLYH
HQGLQJRIOLIHLQFDVHRIXQEHDUDEOHVXIIHULQJIURPDWHUPLQDOLOOQHVV¶ was the 
least selected, by 32 (47%) respondents.  
In some of the open comments it was not clear whether respondents 
addressed the idea of a pro-forma specifically or ADs more generally. In the 
open category, additional suggestions were to include (in the pro-forma): 
(1) Palliative care only  
(2) Not to prolong life artificially if the illness reaches most of the vital organs 
(liver, kidneys and lungs)  
(3) To enable artificial sedation if necessary 
7.3.2.3 Experiences 
Questions addressing the experiences of HCPs regarding ADs were 
threefold: (1) Discussing and helping to make AD documents; (2) caring for 
patients with ADs in general; and (3) experiencing AD implementation while 
the patient is under the care of the staff. Each of these experiences will now 
be expanded upon. 
 
220 
 
Table 17: Health care providers' views on positive aspects of AD pro-
forma (n=67) 
Statement  n (%) 
Providing a tool to express the wishes of patients who have lost capacity  46 (69%) 
Enabling uniformity that makes it easier for HCPs to deal with such a 
IRUPµforms a common and uQLIRUPODQJXDJHLQDµVHDRIWHUPV¶¶)  
54 (81%) 
Being easier to fill in  46 (69%) 
Enabling the most commonly relevant medical conditions to be listed 48 (72%) 
Helping educate HCPs on how to communicate about EoL issues 
µunderstanding of the matterµ 
46 (69%) 
x 2WKHURSHQUHVSRQVHV 
x +HOSVSUHSDUHSHRSOHIRUZKDWWKH\PD\H[SHFW 
x ¶%DODQFHVH[SHFWDWLRQVRISDWLHQW+&3IDPLO\· 
x ¶´0DNHVRUGHUµDQGSXWVHPSKDVLVLQWKHSURSHUSODFHV· 
x ([SOLFLWO\H[SRVHVFDUHUVWRWKHZLVKHVRIWKHSDWLHQW 
x (QDEOHVRQHWRKHOSSDWLHQWVPRUHSURIHVVLRQDOO\ 
 
Discussing and helping with ADs   
Thirty six participants (50%) answered that they had experienced discussing 
or helping to make ADs, most commonly by helping a patient (n=27, 75%); 
but also by helping relatives (n=11, 31%) and friends (n=5, 14%). The 
IHHOLQJV WKDW ZHUH H[SORUHG ZHUH µXQSOHDVDQW¶ and µSOHDVDQW¶ in nature. The 
unpleasant ones selected were: not knowing enough about the legal aspects 
(n=8, 22%); stress from dealing with end-of-life issues (n=5, 14%) and 
embarrassment (n=4, 11%). The pleasant feelings were: happiness at being 
able to help (n=22, 61%); comfort in own ability to help (n=10, 28%) and 
satisfaction (appeared in free text).  
Caring for patients with ADs  
Thirty six participants (50%) answered that they had experienced caring for 
patients with ADs, although for most of them (n=27, 79%) this was with three 
or less patients (Table 18, next page), and 2 (6%) did not answer with how 
many patients they had this experience. Of the 36 participants with 
experience, 27 (75%) replied to the question: µ'LGWKHH[LVWHQFHRI$'VDIIHFW
GLVFXVVLRQ DERXW WKHLU PHGLFDO FRQGLWLRQ ZLWK SDWLHQWV"¶: Nineteen (70%) 
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answered positively and 8 (30%) negatively (i.e. that it did not affect 
discussion). Those 19 who replied positively were asked to select which of 
the statements best described the effect of an existing AD on care: 16 of 19 
(84%) found it easier to discuss EoL issues with patients; 14 (74%) found it 
easier to discuss EoL with patiHQWV¶ UHODWLYHV   VSHQW PRUH WLPH
discussing health issues with patients. However, some thought that the time 
they dedicated to communication with patients (n=7, 37%) and their relatives 
(n=4, 21%) was unreasonably increased. One (5%) respondent thought that 
the effect of ADs was only negative. This participant added in writing the 
emotional difficulty induced by the exposure to death and subsequent related 
thoughts. 
Table 18µ+RZPDQ\SDWLHQWVZLWK$'VKDYH\RXFDUHGIRU"¶n=34) 
Number of patients with ADs N  % 
-SDWLHQWV 
-SDWLHQWV 
-SDWLHQWV 
!SDWLHQWV 
 
 
 
 
 
 
 
 
&DUU\LQJRXW$'VZKLOHWKHSDWLHQWLVXQGHUVWDII¶VFDUH  
Twenty (28%) respondents answered that they had experienced AD 
implementation while caring for a patient. They were asked: (1) whether the 
AD was known to them before hand, and if so: whether it was kept in the 
patient¶V official record; (2) whether they consulted any source about legal 
issues regarding the AD, and if so what was the source of information; (3) 
whether the treatment differed, and if so in what way; and (4) was their overall 
experience with ADs that they made health care decisions easier, more 
difficult, or had no effect on them.  
Table 19 (next page) demonstrates the flow of questions regarding 
experience with executing ADs, the categories of answer and relevant 
number of responses. Some of the questions were answered by fewer than 
20 respondents, because they addressed those who had a specific 
experience. For those questions, the number of potential replies is indicated 
specifically (for example: 'What was the effect of this change? (N=12)', see 
Table 19, below). 
222 
 
7RWKHRSHQTXHVWLRQµHow did the treatment differ?¶SDrticipants answered 
in free text, relating mostly to potentially invasive treatments that were spared 
from those patients (resuscitation, intubation, tracheostomies (n=2), 
mechanical ventilation), and antibiotics. Alternatively, they wrote that the 
patients were followed up by the staff to preserve their optimal condition until 
death; patients¶ wishes were respected and alterations in care were made 
accordingly, and health care staff was released from confusion around 
LQYDVLYHµWLULQJ¶SURFHGXUHV 
Table 19: Experiences with effecting ADs (N=20) 
Were ADs known 
about before the 
time came to 
apply them? 
never n=0  
sometimes n=9 
always n=11 o Was the 
document in the 
SDWLHQW¶VUHFRUG" 
(N=11) *1 
(missing) n=1  
GRQ¶WNQRZ n=0 
no n=3 
yes n=7 
Were legal issues 
regarding ADs 
discussed with 
other sources? 
(missing) n=1  
no n=6 
yes n=13 Sources (various): Legal, ethical, organisational, 
professional 
Did the treatment 
differ from that 
given to other 
patients due to 
ADs? 
(missing) n=1  
no n=7 
yes n=12 o   How did the treatment differ? (open 
question) 
o What was the 
effect of this 
change? (N=12) 
neutral n=2  
negative n=1 o In what 
way?  
  (open 
question) 
positive n=9 
Overall effect of 
ADs on end-of-
life decision-
making 
(missing) n=2  
no change n=0 
harder n=2 
easier n=16 
*1: This question was incorrectly placed in the questionnaire and thus concealed (by error) 
from those who replied 'sometimes'  
Interestingly, to the open question in what way was the effect of ADs on care 
negative, two answers were positive: µThe family fought for his wishes and 
they were respected!¶ µ0RUH SHUVRQDO FDUH ZLWK HPSKDVLV RQ TXDOLW\ RI OLIH
and pain cRQWURO¶ and no open answer related to negative aspects. The 
positive aspects of having AD guidance for patients¶ care at end-of-life, as 
expressed in free text by 8 out of 10 respondents, are listed in Table 20, 
below. As one of the respondents added: µ7KLVVSHFLILFSDWLHQWVXIIHUHGOHVV
QHHGOHVWDEVDQGVXUYLYHGZRQGURXVO\DOWKRXJKWUHDWPHQWZDVVXVSHQGHG¶. 
223 
 
Table 20: PRVLWLYHDVSHFWVRIKDYLQJ$'VJXLGDQFHIRUSDWLHQW¶VFDUHDW
end-of-life (N=8) 
x (QFRXUDJLQJFRPPXQLFDWLRQZLWKSDWLHQWVDQGIDPLO\PHPEHUV 
x 3UHYHQWLQJXQQHFHVVDU\LQWHUYHQWLRQVµOHVVQHHGOHVWDEV· 
x 3UHYHQWLQJSURORQJDWLRQRIVXIIHULQJ 
x (QFRXUDJLQJGHOLEHUDWLRQSULRUWRDQ\LQWHUYHQWLRQ 
x 7KHVWDIIDQGIDPLO\NQRZLQDGYDQFHWKHSUHIHUHQFHVRIWKHSDWLHQWIRUPHGLFDO
FDUH 
x 7KHSDWLHQWDQGIDPLO\FRQWUROWKHLUOLIHLQFRQWUDVWZLWKWKHDOWHUQDWLYHRIIHUHGE\
KHDOWKVWDII 
x 0RUHUHVSHFWIXOGHDWK 
x 6WDIIDUHPRUHFDOP 
7.4 Discussion 
7.4.1 Knowledge  
The data showed that all the survey respondents knew something about the 
DPA, which determines the legal foundations for ADs in Israel, and this is 
different from %HQWXU¶VILQGLQJVMXVW a few years earlier (Bentur, 2008). In her 
study, there is evidence of ignorance of the DPA in general (illustrated by 
calling it a µHXWKDQDVLD ODZ¶DQGRI$'V LQSDUWLFXODUnot one person in her 
study, which included 40 physicians, had seen the legal AD pro-forma prior to 
meeting the researcher (Bentur, 2008), whereas in my study 45% (32/72) said 
they knew about this document and 63% (45/72) said they had read the DPA. 
The data about policies regarding ADs and ACP in my survey showed a 
variety of policies (as well as µno policy¶) in different institutions, and confusion 
about their availability and content, which may be illustrative of a problematic 
area. Similar confusion and lack of knowledge appeared among geriatricians 
in the UK although the ratios differed (Schiff et al., 2006). Statements about 
the complexity of the legal AD forms appeared in Bentur (2008), and some of 
her participants argued that this was done purposefully to discourage people 
from making ADs. Yet these were most probably preconceptions based on 
UXPRXUV VLQFH QR SDUWLFLSDQW LQ %HQWXU¶V (2008) study had apparently seen 
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the legal AD form prior to her meeting with them. In addition to the different 
research tools, the major difference between the studies of Schiff et al. (2006) 
and Bentur (2008) was the timing of research: the study in the UK surveyed 
physicians prior to the enactment of the Mental Capacity Act, while the study 
in Israel investigated physicians after a similar legislation (Bentur, 2008; Schiff 
et al., 2006). Interestingly, the findings show greater familiarity in UK before 
legislation than in Israel after it. Yet four years later, as is evidenced by the 
current findings, it seems that knowledge of HCPs regarding ADs has started 
to take root, at least by PC professionals. 
7.4.2 Attitudes 
The fact that the majority of respondents (65, 90%) thought that ADs had 
advantages and 52 (73%) felt comfortable with the use of ADs does not imply 
simplicity or necessarily an achievement. All those who felt comfortable, 
except one, also pointed at potential worries with the use of ADs. Yet again, 
there were higher tendencies to select positive aspects than worrying ones. 
Both Schiff et al. (2006) and Bentur (2008) found positive attitudes alongside 
concerns regarding ADs, as I did. Schiff et al. (2006) reported that of the 
713/779 (92%) of the geriatricians who saw advantages in the idea of ADs, 
two thirds (n=467) expressed concerns. The view that ADs are negative was 
rare in their study (2%) (Schiff et al., 2006). Bentur (2008) voiced ambiguity 
among the physicians that she interviewed, who expressed positive views 
about the idea of having ADs, but presented µD ORQJ OLVW RI EDUULHUV DQG
obstacles to theiU SHUVRQDO LQYROYHPHQW« FRQFHUQLQJ WKH PHGLFDO V\VWHP«
DQG«WKHODZLWVHOI¶ (Bentur, 2008:363). I suggest that the findings of all three 
studies demonstrate not simply lack of knowledge about law and policy, but 
also an inherent complexity in ADs, which while they have many positive 
aspects, also create various difficulties for patients, relatives and health 
carers as well as health care institutions (hospitals, nursing homes and 
community services). This claim is supported in the previous chapters and will 
be discussed in the next chapter.  
Different concerns were expressed in my study and the other two studies 
(Bentur, 2008; Schiff et al., 2006) (see Table 21, below). I have listed them 
side-by-side in the table to show them more clearly; however, I do not think 
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that they need to be compared but rather grouped together. They need to 
serve in their entirety as a platform (growing with additional concerns that 
may arise in future studies and in the field), to inform policy and practice. 
Table 21: Concerns regarding the concept of ADs in open categories in 
three studies 
0\VWXG\ 6FKLIIHWDO %HQWXU 
x 3RWHQWLDOFKDQJHLQSHRSOH¶V
YLHZVLQKHDOWKDQGVHYHUH
LOOQHVV 
x *DSVEHWZHHQWKHZLVKRI
WKHSDWLHQWDQGWKRVHRIKLV
UHODWLYHV 
x $PELJXLWLHVDQGXQFOHDU
UROHRIKHDOWKFDUHUVLQ
H[HFXWLQJ$'V 
x &RQFHUQDERXWSHRSOH¶V
PRWLYDWLRQLQPDNLQJ$'V 
x 8QDYDLODELOLW\RIFOHDUDQG
VLPSOHLQIRUPDWLRQWRWKH
SXEOLFDWODUJH 
x 8QDZDUHQHVVRU
XQDYDLODELOLW\RI$'VLQ
UHOHYDQWKHDOWKFDUH
µMXQFWLRQV¶DWWKHPRPHQWRI
FULWLFDOGHFLVLRQ-PDNLQJ 
x 9DOLGDWLRQRI
FDSDFLW\DWWLPH
RIFRPSOHWLRQ 
x 3RWHQWLDOWRPLVV
XQGLDJQRVHG
GHSUHVVLRQ 
x ([WUDSRODWLRQRI
YLHZVLQOLYLQJ
ZLOOWKDWDUH
VLPLODUEXWQRW
LGHQWLFDOWRWKRVH
VLWXDWLRQVWKDW
KDYHEHHQ
IRUHVHHQ 
x 7KHPHGLFDOUROHLVWR
VDYHOLIHQRWWRZLWKKROG
FDUH 
x 1RJXLGHOLQHVDUHLQ
SODFH 
x 9HU\WLPH-FRQVXPLQJ
WDVN 
x 3DWLHQWVPD\KDYH
IOXFWXDWLRQVLQPHQWDO
VWDWH 
x /RQJFRPSOLFDWHG
GRFXPHQW 
x 3DWLHQWVPD\KDYHODVW
PLQXWHUHJUHWV 
x 'LIILFXOW\RIGHWHUPLQLQJ
DSURJQRVLVRI
PRQWKVWRDOORZWKH
H[HFXWLRQRI$'V 
The participants who had not been involved in discussing or creating ADs in 
my study were invited to explain their lack of experience. This was a new 
question that did not appear in the original survey (Schiff et al., 2006), and 
that was aimed at exploring attitudes toward communication about EoL or 
ADs 7KH DQVZHU µQR RQH has DSSURDFKHG PH ZLWK VXFK D UHTXHVW¶ ZDV
selected often in my study, and appeared previously (Bentur, 2008). It is 
explained by respondents in my findings, mainly by lack of knowledge of how 
to communicate about ADs and EoL issues, and by embarrassment at such 
communication. Lack of knowledge and embarrassment were selected mainly 
by the same participants who claimed that no one had approached them. 
These findings strengthen the interrelatedness between ability and taking 
action in initiating communication about EoL issues. This was found in 
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previous studies as well (Bentur, 2008; Lipson et al., 2004; Schiff et al., 
2006). Another support for this correlation comes from the findings of 
Cartwright, Onwuteaka-Philipsen, Williams et al. (2007), which looked at 
communication with terminally ill patients by 9,396 physicians from 7 
countries and a variety of clinical domains. They found a higher level of 
communication around emotional and spiritual issues among those who had 
palliative-care training (Cartwright et al., 2007). 
Communication barriers often appear to hinder HCPs from discussing EoL 
issues, ACPs and ADs. The communication competency (or incompetency) 
barrier is added to the complexity inherent in ADs, as was demonstrated in 
earlier chapters and as will be discussed in the general discussion and 
conclusion chapter (Chapter 8). 
7.4.2.1 Attitudes toward the idea of a pro-forma for ADs and 
its content  
In the parallel study (Schiff et al., 2006) there was little emphasis on the 
answers to the question regarding the idea of a pro-forma for ADs, and I 
would like to expand on this issue due to the responses I received regarding 
the benefits of using a standardised form. Among the benefits that were 
listed:  
x An educational tool, for HCPs µ8QGHUVWDQGLQJ RI WKH PDWWHU· DQG
learning how to communicate better on these issues·) as well as for 
patients (knowing what may lie ahead of them), to whom I also add the 
general public.  
x A communication tool between patients, their relatives and HCPs, that 
may help balance the expectations of the parties involved and set the 
ground for open discussion. Some basic issues are clearly written out, 
DQGSHRSOHFDQWKHQGHYHORSLGHDVIXUWKHUUDWKHUWKDQQHHGLQJWRµUHLQYHQW
WKHZKHHO¶ 
x Familiarity with the form was another issue that emerged from the data. 
Having a common uniform document makes it easier for those who will in 
due time need to consider ADs, especially within the time constrains of 
HCPs which appeared so problematic in my study and in others (Bentur, 
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2008)6XFKXQLIRUPLW\PDNHVLWHDVLHUWRLGHQWLI\WKHµH[WUDRUGLQDU\¶VLQFH
it is placed in designated parts of the form. For example, the pro-forma of 
the Israeli DPA has some personal open-ended parts where individuals 
can state anything that does not fit into other parts and ordinary 
categories, in µSHUVRQDO RUGHUV WKDW DUH QRW OLVWHG DERYH¶ (The Dying 
Patient Act, 2005: 76).  
&RQWUDU\ WR WKH µSURs¶ RI D Vtandardised form for ADs, there are those who 
support the opposite, i.e. using open documents or other methods, such as 
audio-taped or audio-visual statements (Kendrick and Robinson, 2002; 
Moseley, Dobalian and Hatch, 2005), in which people can express their world 
views and EoL wishes with total freeness. The benefit of these options is that 
they permit a much greater freedom of expression, while drawbacks include, 
for example, greater difficulty for HCPs and relatives in extracting from such 
documents practical requests. In addition, it may be difficult to legalise 
statements that are not standardised, and this may call for the addition of 
non-standardised statements to formal ADs (Moseley et al., 2005).  
7.4.3 Experiences  
7.4.3.1 Discussing or helping with ADs 
The overall experience in discussing or helping with constructing ADs 
appeared to be more satisfactory than worrying to the respondents, and was 
reported to be practiced by a relatively large proportion of the sample (n=36, 
50%) in comparison with the study in the UK, in which only 6% (45/809) 
reported a similar experience (Schiff et al., 2006). Due to the difference in 
sample sizes, and the small scale size of my sample, it is difficult to compare 
the two, yet the difference in proportion (rather than in absolute numbers) is 
significant, and calls for further exploration. Possible reasons for the 
difference may be the fact that in the UK the sample included physicians, 
while my sample included those working in other disciplines, mostly nurses 
but also social workers. The latter sometimes view their role as including 
communication about EoL wishes, including the possibility of documenting 
them in writing (Black, 2006). The difference may be otherwise associated 
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with the palliative-care orientation of my sample as supported in previous 
research (Cartwright et al., 2007), although this information is not available in 
the parallel study (Schiff et al., 2006). In view of the current disproportion 
between my sample and that of Schiff et al.'s (2006), I find little significance in 
attempting a comparison between the findings from the UK and Israel. 
However, it is suggested that by using larger samples in the future, and by 
accumulating findings from physicians in Israel in significantly higher numbers 
than those presently attained, there will be more acceptable grounds for 
comparison (see Chapter 8 regarding steps in this direction). 
7.4.3.2 Caring for patients with ADs 
Thirty six participants (50%) in the current survey answered that they had 
experienced caring for patients with ADs. Most of them (n=29, 79%) reported 
little experience, with only 1-3 patients. In the UK the experience was 56% 
(454/811) and the extent of the experience was not explored (Schiff et al., 
2006). The question regarding the scope of the experience was added to the 
current survey due to a preliminary estimation that experience with ADs in 
Israel is limited. The findings suggest that the knowledge that a patient had an 
AD seemed to motivate HCPs to communicate with the patient and their 
relatives. It was perceived as positive by most participants, yet it proved an 
added burden for HCPs because it demanded additional tasks in time that 
was allocated to other care tasks. End-of-life communication, although 
theoretically expected from HCPs (for example in the DPA), is not usually 
considered in the time allocated for patient encounters, especially with 
physicians. Nurses and social workers are not as yet allocated time for their 
encounters with patients in the same strict way as physicians. Time shortage 
was described by those participants who viewed the effect of having ADs as 
positive; a finding which proposes that a lack of time was not used as an 
excuse but was a genuine obstacle, at least in some cases, to communicating 
with patients in a meaningful way. 
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7.4.3.3 Carrying out ADs while the patient is under 
UHVSRQGHQWV¶FDUH 
Findings from the current survey suggested that 56% of HCPs who 
experienced taking care of patients with an AD had done so when the AD was 
effected. In the UK, the reports were of 62% of the geriatricians who 
participated (Schiff et al., 2006). A previous study conducted in Israel 
regarding knowledge and attitudes of physicians about ADs (Bentur, 2008) 
GLGQRWUHSRUWRQSK\VLFLDQV¶H[SHULHQFHVZKHQ$'VZHUHexecuted. Schiff et 
al. (2006) reported that 39% of the physicians who experienced effecting an 
AD under their care felt that ADs directly affected treatments they provided, 
and 54% of them perceived the change as improving the care that was 
delivered (Schiff et al., 2006).  In the current survey, 75% perceived the 
change of care due to the existence of an AD as positive. Responses to an 
open-ended question regarding the positive effects of having an AD for EoL 
decision-PDNLQJ ZHUH YDULHG LQ ERWK VWXGLHV P\ VWXG\ DQG 6FKLII HW DO¶V
2006) and included: easier communication and a consensus between HCPs 
and relatives; helping to make decisions easier in difficult situations; and 
allowing palliative care rather than aggressive care, which was viewed as 
more respectful to the patient and more reassuring to the staff.  
To summarise, the first part of the discussion analysed the findings regarding 
knowledge, attitudes and experience regarding ADs. Knowledge was greater 
than that found in a previous study (Bentur, 2008). Attitudes toward the 
concept of ADs were positive, yet there was evidence of a gap between 
attitudes and the perceived ability to engage in actions regarding ADs, such 
as communicating about them with patients. The experience of HCPs 
UHJDUGLQJ$'VZDVSRVLWLYH7KHUHZDVHYLGHQFHRI+&3V¶SRVLWLYH IHHOLQJV
when they discussed ADs with their patients, and when ADs were discussed 
DQG DSSOLHG LQ SDWLHQWV¶ (R/ FDUH <HW +&3V H[SHULHQFHG GLIILFXOWLHV DQG
burdens that raise the need for further exploration and a search for 
appropriate remedies. The next section will look at the limitations of the 
survey. 
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7.4.4 Limitations and biases of the survey 
The main aims of surveys are to provide accurate measurements and the 
ability to generalise the findings from a sample to the larger population 
(Bruce, Pope and Stanistreet, 2008). This requires having: a clear idea of 
what we are looking for (i.e., what we want to measure); high-quality 
measurement tools that are able to measure exactly what we want to 
quantify; knowledge about the population that we want to survey; and 
effective tools to sample that population, in order not to have to measure it 
fully on the one hand, while being able to infer from the sample to the rest of 
the population with a high degree of assurance on the other (Bruce et al., 
2008). Ideally, researchers should ensure that all these requirements are met, 
but in the real world some scenarios may differ, time and other resources may 
be short, and often researchers only answer these requirements in a partial 
way (Bruce et al., 2008). This in turn may reduce both accuracy and 
representativeness, but may still allow something meaningful to be learnt, 
even if it is neither perfect nor absolute.  
In my study, I would maintain that the measurement tool did indeed measure 
what it was supposed to: the knowledge, attitudes and experiences of health 
professionals. The questionnaire was piloted in a previous study (Schiff et al., 
2006) and a second time, after adapting it to the specific setting of my study, 
to improve its quality. The target population of HCPs who care for people with 
palliative-care needs was identified and known, and there were plans to 
sample it by using a postal survey, as was done in the previous study which 
resulted in a 57% response rate (Schiff et al., 2006). However, there was an 
obstacle to achieving that plan. 
7.4.4.1 A small heterogeneous sample 
While I was in the last preparatory steps, I was informed by a colleague that a 
postal survey has no chance of working in Israel73. This obstacle had to be 
dealt with in a very restricted time and budget frame, taking into consideration 
the fact that I was a lone researcher. The strategy was changed, as explained 
                                          
73 I was told that HCPs throw surveys without opening them. I was advised to address teams 
in person and ask head nurses (ward sisters) to engage their staff to comply with my 
questionnaire. 
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in the methodology chapter, yet there was still an expectation for a large 
sample from several hundred participants in the conference where the survey 
was held (see Chapter 3). The fact that eventually I was not able to reach 
more than 85 participants was a major drawback, which I had not foreseen 
and which influenced the scale of this part of my project. Instead of recruiting 
a statistically significant sample of four groups of professions, I ended up with 
extremely uneven groups, two of which were too small in size for any 
statistical tests, and with no participation by psychologists. This hindered the 
possibility of generalising to the larger professional population, as well as of 
comparing between the disciplines. Moreover, being so small, the sub-groups 
of physicians and of social workers could also not be compared with the 
QXUVHV¶ sub-group. I ended up relating to the sample as one entity, in spite of 
the fact that it was made up of three distinct professions. Had I been more 
experienced in research, and had I been familiar with the setting of this 
conference, I would have engaged ten colleagues to distribute the 
questionnaires among the conference participants. I presume that this would 
have yielded a larger sample. 
The correction measures for sample problems that are offered in literature are 
based on large samples (Bruce et al., 2008; Iarossi, 2006; Seidman-Diamond, 
2011). Unfortunately, I cannot provide a larger sample for the purpose of my 
study, but it is possible to learn from a small sample as well. The findings that 
were presented did highlight barriers and problems regarding knowledge, 
attitudes and experience with ADs. I suggest relating to the findings in two 
ways: (1) as a pilot to further studies that will use different time- and data-
collection resources, to sample a more representative cohort that will indeed 
HQDEOH JHQHUDOL]DELOLW\ UHJDUGLQJ WKH ,VUDHOL +&3V¶ DELOLWLHV DQG QHHGV
regarding ADs; and (2) the current findings were used as triangulation for the 
findings in the qualitative part of my project, to deepen the understanding of 
the place and role of HCPs regarding ADs, as was envisioned in the first 
place.  
Looking at the whole sample as one group, although three disciplines took 
part, is a limitation because the three disciplines not necessarily have same 
roles regarding ADs. In the study by Black (2006) for example, there was 
evidence that nurses viewed their role as being to describe life-saving 
treatments in as graphic a way as possible, to help patients grasp their 
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benefits and their costs and burdens. Social workers, on the other hand, 
viewed their role as facilitators for patients in the process of expressing their 
values and wishes (Black, 2006). Obviously, the role of physicians in EoL 
care is the most difficult because they are the ones who are responsible for 
medical decisions, both morally and legally. Recruiting larger groups of the 
four distinct disciplines (physicians, nurses, social workers and psychologists) 
in future research will enhance the learning that was possible from the current 
findings. 
7.4.4.2 Self-report bias 
One of the weaknesses of surveys is self-report bias that may occur due to 
UHVSRQGHQWV¶ WHQGHQF\ WRZLVK WRSOHDVH WKH UHVHDUFKHUVDQGDQVZHU LQ WKH
way they perceive as right, rather than being accurate (Donaldson and Grant-
Vallone, 2002) 7KLV WHQGHQF\ FDOOHG µVRFLDO GHVLUDELOLW\¶ DSSHDUV LQ YDULRXV
FLUFXPVWDQFHV ZKHQ UHVSRQGHQWV ZDQW WRPDNH D µJRRG LPSUHVVLRQ¶ RQ WKH
researcher. In the current study, the participants were HCPs with an affiliation 
to palliative care, and it may be that self-report bias was due to the wish to 
appear knowledgeable, or experienced with ADs. This could be enhanced if 
HCPs viewed ADs as part of good EoL practice and tools, as was the overall 
impression from the findings. Yet self-report bias is complex and is unlikely to 
be easily detected because it varies greatly from one question to another and 
depends on the interpretation of each respondent (Donaldson and Grant-
Vallone, 2002). One partial remedy to this bias is to use at least two different 
data sources to improve validity (Donaldson and Grant-Vallone, 2002). In the 
current study, the survey was indeed one of two data sources, although they 
did not address exactly the same group of participants. Case studies included 
physicians, whereas the survey included three disciplines (physicians, nurses 
and social workers). Having two different data sources enabled a better 
assessment as to the knowledge, attitudes and experiences of HCPs 
regarding ADs in Israel at present, and partially compensated for the 
imperfections of the two data sets. 
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7.5 Conclusion 
The aim of this chapter has been to present the findings of a small-scale 
survey that was conducted among palliative care HCPs in Israel in 2011. It 
provided an added aspect to the qualitative data by giving some evidence of 
the context in which ADs exist in Israel today. The findings show relatively 
positive attitudes toward the concept of ADs, and also some experience in 
helping create ADs as well as using them toward EoL, apparently with 
generally positive outcomes. Difficulties, barriers and critiques were also 
evident. These may hinder HCPs from discussing ADs with patients and 
relatives and limit the possibility of using ADs in EoL care of patients with 
LTCs. Limitations of surveys in general and of the current survey in particular 
were discussed, to enable the findings to be learnt from without hasty 
generalisation. 
The findings of a similar survey that was conducted in the UK (Schiff et al., 
2006) could realistically be only partially compared, due to different 
participants and a significant difference in sample sizes. Collaboration for 
further development of this is hoped to be achieved in the future. 
The next chapter will be the last, and it will pull together the findings and 
emphasise the significance and contribution of this study to the available 
evidence surrounding ADs.   
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CHAPTER 8: GENERAL DISCUSSION AND CONCLUSION 
8.1 Introduction 
In this concluding chapter of my study I will draw together the findings to 
provide an overall picture of the SURMHFW¶V contribution to the existing 
knowledge related to advance directives (ADs). It will show the significance 
and value of having a multitude of perspectives from the various relevant 
stakeholders on the phenomenon of ADs. It will demonstrate the meaning of 
making ADs as a statement rather than as a formal document. It will 
emphasise the process that ADs entail, conceptualising this DVDµUHOD\¶LHa 
number of consecutive steps which need to be well synchronised and 
connected in order to achieve the outcomes that AD-holders wish to achieve. 
It will underline that the best outcomes for the patient (and perhaps to other 
stakeholders as well) are based on team work, open and repeated 
communication, and mutual respect and knowledge. The chapter will also add 
to the understanding of the current ability of health care providers (HCPs) in 
Israel to deal with ADs. Health care providers are vital partners, to the 
meaningful development and enactment of ADs, for people who wish to utilise 
this tool to manage their end of life (EoL). 
Subsequent sections of this chapter will be dedicated to the implications of my 
study and how it can lead to future research, and inform policy as well as 
clinical practice. I conclude the chapter by reflecting on my research, its 
limitations and other methodological aspects, to allow me, and potentially 
others, to learn from them. 
8.2 The   main key findings ± DQµ$'-UHOD\¶ 
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As in a relay race, in which the baton must be transferred from one runner to 
the next,  a necessary transference of information and views also occurs in 
the µrelay¶ of ADs between the various stakeholders, so that the ADs may 
potentially be fulfilled. The word potentially refers to the understanding that 
good transference between all the stakeholders is a necessary step, although 
it is not always sufficient to assure the desired outcomes for the patient who 
writes an AD. The main findings of the study are related to the three main 
µplayers¶ LQWKHµUHOD\¶RI$'VSDWLHQWVUHODWLYHVDQG+&3V. For clarity, these 
key findings will, at least initially, be divided accordingly. 
8.2.1 The key findings related to the patients 
8.2.1.1 Autonomy and its boundaries 
The key issue discussed in Chapter 4 and echoed in Chapter 5 was the 
concept of autonomy, its limitations and complexity. All the patient-participants 
expressed a great desire, to live and die according to their own world view, 
and to make their own choices. Making an AD was one aspect of this 
philosophy. Yet in their interviews they provided many examples suggesting 
that autonomy is not totally based on an individual¶V free will, but is rather a 
µUHODWLRQDO DXWRQRP\¶, where people make decisions based on relationships 
with others around them. In most cases, their expressed determination to take 
full control over their living and dying existed alongside many concessions. 
These compromises were apparently made in order to fulfil the needs of an ill 
spouse, busy children, or grandchildren in need. Being part of a family 
appeared to put boundaries around the possibility of µSXUH¶DXWRQRP\; indeed 
these boundaries were often created by the patients themselves, as part of 
their commitment to their significant others.  
In general, autonomy is limited by society, for example through laws which 
reflect the µgood¶ for society as a whole. A major finding was the wish of the 
patients to be able to control the timing of their death. All the patients knew 
that actively ending life was illegal in Israel, but expressed their disagreement 
with this fact and a wish to disobey this limitation, although this did not mean 
that they would eventually act on this wish. In their declarations during their 
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interviews, I found patients more constrained by meaningful personal 
relationships than by legal boundaries. 
8.2.1.2 ADs as declarations rather than legal documents 
The findings suggest that for the patients, ADs represented a declaration of 
their innermost wishes above all, rather than a legal document. Some of them 
were not aware of the legal status of ADs or their legal limitations and 
conditions; a finding which in itself is not new (see discussion in Chapter 4). 
However, what my findings add to existing evidence is the discovery that 
some patients did not remember what exactly was written in their AD 
documents, and some did not remember where they had placed the 
document. At first sight, this suggests disinterest, which is contradictory to 
other findings in this thesis regarding the patients and the way they perceive 
their situation and act upon it: being active and involved in their own care and 
life, and seeking control over their everyday lives till death. On further 
investigation however, it seemed that the exact words did not matter to the 
patients as much as the general idea (hence the term µDGHFODUDWLRQ¶). Once 
the idea was openly stated, apparently most patients did not feel the need to 
remain preoccupied with the documents, or remember exactly where they 
were placed. Patients did not express this directly but it was implied many 
times during their interviews. 
8.2.1.3 The need to control death 
One of the most significant findings of this study is the fact that all the patients 
who participated talked about the possibility of hastening death, either on their 
own or with the help of others, perhaps as a sign of the ultimate autonomy. 
Some shared accounts of the preparations they had undertaken to create the 
potential for this possibility. It appeared that these participants¶ fear of losing 
capacity to make decisions was worse than the fear of death. Moreover, their 
fear of losing physical independence while being lucid gravely concerned 
them. This finding did not arise from the aims of the study, from the inclusion 
criteria or from the questions I posed, yet it appeared in all ten interviews. I 
only asked about it when it was raised by the patients, in order to better 
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understand their perspective. This is significant, because it may suggest that 
the issue of controlled death was related with ADs in the minds of the patients, 
even though it is in complete contradiction with what the Dying Patient Act 
(DPA) permits (The Dying Patient Act, 2005). 
Revisiting all the interviews with patient-participants showed that six patients 
raised the subject spontaneously, without any relevant preceding question 
having been asked. Others responded to a broader question regarding 
expectations from their AD document, or how they would like to handle health 
conditions that they spoke of. In addition, it did not arise in telephone calls with 
any of the participants, apart from one phone call (out of 110 callers) with an 
applicant who was not eventually included. This may indicate that such 
disclosure required face±to-face contact and the development of a certain 
amount of trust, for participants to feel able to reveal this information to me. 
This particular finding appears important in understanGLQJ WKH SDWLHQWV¶
accounts given here, even if it was not an explicit part of WKHVWXG\¶VDLPV,W
reveals something about maintaining autonomy through control over the dying 
process. However, it would be valuable to continue to explore this issue, and 
to identify whether it applies to a small specific population or to the larger 
public. Further validation and investigation in larger groups is important in 
order to contextualize this finding, and to deepen our understanding of it. In 
spite of this, a systematic review by Monforte-Royo et al. (2012) provides 
interpretations of seven qualitative studies (including 155 patients in total) 
UHJDUGLQJ SDWLHQWV¶ wishes to hasten death. In this review they identified a 
number of reasons provided by respondents regarding a desire to hasten 
death that were congruent with those found and discussed here, in Chapter 4. 
Six reasons were identified for this wish: a response to multi-dimensional 
suffering; GLVLQWHJUDWLRQRI WKH µSHUVRQ¶ anticipatory fear of dying; a desire to 
live but not in this way; ending suffering; and, importantly, control over one's 
life (Monforte-Royo et al., 2012). 
8.2.2 The key findings related to the patient-relative dyad 
The key findings regarding the relatives and the patients as dyads, namely the 
ILUVWµEDWRQWUDQVPLVVLRQ¶LQWKH$'-relay, were fourfold:  
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1. Some relatives expressed fear, in the anticipation that they might make 
mistakes when HQDFWLQJ WKHSDWLHQW¶VZLVKHVZKLFKVHHPHGVWUHVVIXO
to these relatives. 
2. Simultaneously, most relatives reported feeling a moral obligation to 
become future decision makers for the patient, and did not conceive it 
possible to refuse that role, although it stressed them. This seemed to 
create the second layer of complication for patients and relatives. 
3. )LQGLQJV UHYHDOHG FRQIOLFWLQJ FRPPLWPHQWV WR VHOI DQG WR WKH µRWKHU¶
both from the perspective of the patient and from the side of the 
relative, and this added a third layer of complexity to the 
communication between relatives and patients regarding ADs and EoL 
decisions (Figure 9, page 165). 
4. The fourth layer of complication arises from evidence suggesting that 
the needs of patients and those of relatives appear to grow apart as 
GHDWK DSSURDFKHV ZKHQ WKH IRUPHU ZDQW WR µbe released from 
VXIIHULQJ¶through death and the latter have an emotional need to keep 
the patients alive as much as possible. 
These findings added to existing knowledge by exposing interrelated 
complexities, which intensify layer upon layer, and appear unresolvable. The 
ILUVWµWUDQVPLVVLRQRIWKHEDWRQ¶LQWKH$'-relay seems almost insurmountable 
and chances for a successful transmission almost impossible to reach due to 
complexities inherent in relationships in general, rather than to specific 
persons or particular relationships. Chapter 5 highlighted the deep 
involvement of relationships in EoL decisions, and showed that in real life, 
autonomy is UHODWLRQDOUDWKHUWKDQµSXUH¶RUµIUHH¶(Dodds, 2000). This insight is 
important for policy and clinical practice, which both tend to over-emphasise 
the autonomy of the individual and often disregard the influence of 
relationships (Dodds, 2000). 
8.2.3 The key findings related to the HCPs 
There was considerable heterogeneity among the physicians in the study. 
While the numbers of physicians who were interviewed in the qualitative 
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phase formed a small group, they represented a multitude of fields, so that it 
was not possible to look for a relationship between fields and approaches. In 
the quantitative phase as well, the sample of HCPs who took part in the 
survey represented diverse clinical fields, although all were interested in 
palliative and end-of-life care. Variance has the potential for greater richness 
of data, yet simultaneously, due to limited numbers, it can only provide hints of 
evidence that may serve as tentative suggestions for further exploration. Thus, 
the findings of Chapters 6 and 7 are primarily focused on suggestions 
concerning the knowledge, attitudes and aptitude of HCPs regarding ADs, 
which will need to be explored further. Having acknowledged this, however, 
some noteworthy findings emerged, even if they were only reported by a small 
number of participants (Stake, 1995). Some added to (or confirmed) available 
evidence while others were more innovative. For example, one aspect that 
supports previous references (such as: Bentur, 2008) was the difficulty 
expressed by HCPs, especially physicians, regarding the possibility of 
abstaining from life-saving measures. Both in the survey and in the interviews 
it was raised as being contrary to medical education and to the moral 
professional commitment to save and preserve life. The innovative aspect is 
the fact that the data was collected from HCPs who practice EoL care and 
who are at the forefront of knowing about ADs. I assume that the findings from 
my survey reveal the highest level of knowledge and experience available to 
HCPs today in Israel. I also assume that other groups of non-palliative care 
oriented HCPs would have expressed less knowledge and less experience 
regarding the making and using of ADs in EoL decisions. This claim was 
initially supported by the qualitative findings regarding hospital physicians in 
Chapter 6. 
8.2.3.1 RelatiRQVKLSZLWKSDWLHQW¶VUHODWLYHV 
7KH UHODWLRQVKLS EHWZHHQ SK\VLFLDQV DQG UHODWLYHV DURXQG SDWLHQWV¶ $'V
surfaced in various interviews, mainly with physicians and patients and much 
less so in interviews with relatives. Spouses knew their SDUWQHUV¶WKHpatients) 
physicians, but most of the non-spouse relatives did not know and did not 
communicate with the latter. This is potentially problematic, given that the 
patients had an AD that clearly suggested that one day both parties (physician 
and relatives) might need to make joint decisions on behalf of the patient. It is 
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also problematic because relatives who care for ill patients have concerns and 
need information from HCPs, regarding: medications; what to expect as the 
illness advances; and reassurance for decisions that are made along the 
illness trajectory (Hebert, Schulz, Copeland et al., 2009). The relationship 
EHWZHHQSK\VLFLDQVZKROHDGWKHSDWLHQWV¶PHGLFDOFDUHDQGSDWLHQWV¶UHODWLYHV
is a necessary part in the µAD-relay¶, which was proved in the current findings 
to be often missing. 
In hospital settings, relatives were described by physicians as the most 
powerful players in EoL decisions regarding patients who lost capacity, almost 
to the point of removing all power from the physicians in EoL decisions. This is 
in contrast to relatives, who felt burdened and as such rather powerless when 
facing HCPs. Nonetheless, there was little evidence of discussion between 
relatives and hospital physicians. This may be due to both parties feeling 
powerless, or to other factors, but surely lack of communication contributed to 
UHODWLYHV¶GLVHPSRZHUPHQWDQGGLIILFXOW\WRPDNHLQIRUPHGGHFLVLRQVUHJDUGLQJ
incapacitated patients. Additionally, there were few indications in the findings 
that not only relatives but family physicians (GPs) as well found it difficult to 
approach hospital physicians to discuss their common patients. In few 
examples GPs shared the feeling that their patient suffered unnecessarily due 
to unwillingness of hospital physicians to consider the GP¶V LQSXW LQPHGLFDO
decisions. 
In rural community settings, the power of relatives was described by 
physicians as less dominant, and physicians described themselves as being 
much more active partners in decision making than their hospital counterparts. 
Perhaps from such perception of power-equality, physicians reported having 
had significant and repeated discussions with relatives of patients with and 
without capacity. 7KLVZDVVXSSRUWHGE\VRPHSDWLHQWV¶UHODWLYHVThere was a 
hint that communication was different in rural and urban settings. Relatives 
who took part in case studies (CSs) in which a GP was included reported: 
positive experiences of communication with GPs, their feeling of 
empowerment by GPs, and their confidence in future support from those 
physicians regarding the moment when joint decisions may need to be made 
on behalf of patients. This was not the feeling of relatives of patients who lived 
in cities, who felt isolated in dealing with potential EoL decisions. Yet, this 
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distinction is a suggestion based on small scale exploration and needs testing 
in much larger groups of rural and urban patients and GP. 
8.2.3.2 The µabsence¶ of physicians 
One of the most potent and intriguing findings regarding the physicians in the 
interviews was the level of avoidance in terms of engaging in communication 
about SDWLHQWV¶ (R/ ZLVKHV ZKLFK ZDV PLUURUHG E\ WKH UHOXFWDQFH RI VRPH
physicians to participate in the study. Absence is a part of research, but here I 
emphasise the relevance of this attitude to the issue researched because 
relationships between physicians and patients are central to the ability to 
discuss ADs and EoL wishes for health care. The refusal of HCPs to 
participate in research is not surprising in itself. It is also perhaps not 
surprising that physicians declined to take part in a qualitative study which 
PD\ KDYH EHHQ SHUFHLYHG E\ PDQ\ DV µQRW sufficiently scientific¶, especially 
when the study had been suggested to physicians due to the interest of the 
patient (participant) and not because of their own direct interest in the study. 
However, it was noticeable that the three physicians who had good 
communication with participating patients did make an effort to participate in 
the study. They expressed commitment and respect for the patient, which is 
not always presentDQGJDYHDQH[DPSOHRIµSXWWLQJWKHSDWLHQWDWWKHFHQWUH
RIFDUH¶, regardless of their own interest (or disinterest) in my study. One other 
physician consented to be interviewed, not out of respect for the patient but 
because I had disclosed that I worked in the same institution.  
It seems reasonable that when communication with their physicians was 
perceived by patients as poor, they felt embarrassed to ask physicians for a 
favour that had no impact on or relevance to their care, and which was 
perceived by patients as merely disturbing the physician. The methodological 
problem of giving voice to physicians who seem to be more communicative 
with patients and perhaps more patient-centred was discussed in Chapter 3, 
as well as the decisions taken to include additional physicians. The findings in 
Chapter 6 UHJDUGLQJ SK\VLFLDQV¶ FRPPXQLFDWLRQ VKRZ D JUHDWHU YDULHW\ WKDQ
that which could be conveyed by the absence of physicians in the case 
studies. Hospital physicians who were added to the study did highlight 
difficulties and problems related to ADs. These may not have been the same 
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as those the absent physicians would have highlighted, yet their contribution 
balanced the voices expressed by the participating physicians through CSs. 
7KH µDEVHQFH¶ RI SK\VLFLDQV illustrates the isolation felt by patients in urban 
settings.  
8.2.4 An overarching result: the µfalling baton¶- communication 
difficulties among all stakeholders  
The findings showed that all the above aspects influenced and could hinder 
the possibility of the eventual fulfilment of an AD document when it is required. 
Criticisers of ADs claim that they are largely unachievable, and that other 
strategies are needed for good EoL care and to ensure the best outcome of 
care for patients (Davison et al., 2010; Detering, Hancock, Reade et al., 2010; 
Jordens, Little, Kerridge et al., 2005). Supporters of ADs attempt to identify the 
various barriers and suggest solutions for them (Hammes, Rooney and 
Gundrum, 2010; Pautex et al., 2008). Both parties agree however that 
communication is essential for best EoL care, with or without ADs. The 
findings of this study added support to the importance of communication 
regarding ADs specifically, but also to EoL decision-making more generally, 
by gathering findings from the three major stakeholders in the process: 
patients, relatives and HCPs. By looking from three very different viewpoints, 
the depth and breadth of the data provide a significant contribution to the 
known evidence. It enables the development of a better understanding that 
ADs reflect a multitude of phases that are distinct: the maturation of the idea in 
the patient¶VPLQG; the process of making an AD document; the sharing of this 
idea with relatives, which is itself multi-facetted and may occur at different 
times; the sharing of the idea with HCPs; and diVFXVVLQJWKHSDWLHQW¶VZLVKHV
between all three stakeholders, not once but repeatedly as illness progresses. 
However, the findings also showed that HDFKRIWKHVHSKDVHVLQWKHµ$'-UHOD\¶
is hard to achieve in its own right, while each step is also related to and 
dependent on the other steps. Each step that is not managed well enough 
jeopardises the odds of getting the whole process right, just as with the 
analogy of a baton falling in a relay race, that may happen each and every 
time the baton is transferred. Overall, one of the greatest hindrances seems to 
be the fact that patients often expect their HCPs to initiate discussion of EoL, 
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prognosis and options (McCormick and Conley, 1995; Murray, Kendall, Grant 
et al., 2007; Reid, McKenna, Fitzsimons et al., 2009), while their HCPs tend to 
expect exactly the opposite (Almack et al., 2012). 
8.3 Future directions for research 
Findings of the study suggest several new directions of investigation, which 
may improve our understanding of the complexities around ADs. 
8.3.1 The illness experience and implications through the eye 
of the beholder 
The findings presented in Chapter 4 demonstrated difficult experiences with 
various long term conditions (LTCs), showing that most patients experienced 
a multitude of physical and emotional symptoms which produced a burden. 
Emotional suffering was often related to loss of control, and mirrored a strong 
need to maintain the capacity to be autonomous. The anticipatory fear, of 
potential growing suffering, appeared overwhelming for the patients and 
seemed to be a driving force behind a search for operational solutions to 
prevent what they feared would happen. There was an indication of a 
particular fear of losing independence, which is subtly yet distinctly different 
from the fear of becoming a burden on others. A similar fear was described by 
Monforte-Royo and her colleagues (Monforte-Royo et al., 2012) 
Findings from all the patients who took part in this study indicated that these 
patients were very active in the way they coped with their LTC: seeking 
information; taking full responsibility for the medical treatments and tests; and 
doing everything in their power to remain independent and productive in their 
daily lives. They all seemed to be able to enjoy life and wanted to carry on 
living as long as WKDW µMR\ RI OLIH¶ could be maintained, and as long as they 
could be meaningful to their significant others. All the patients expressed a 
strong determination to live according to their values and world views. The 
consensus of findings related to the patients as individuals and their coping 
strategies across the group of patients in the current study, suggests that 
people who take the initiative and make ADs may possess unique qualities 
244 
 
and needs which may be distinct from those of the general public. A new 
perspective was highlighted here by focusing on patients near end-of-life 
(EoL) who hold an AD by their own choice, not because of an institutional 
policy or as a research intervention. This setting shed light on the profound 
motivation (or need?) of the participating patients to have such 
documentation, without being encouraged to do so. The question of 
personality was not one of the direct subjects of this study, and this is a 
tentative suggestion, nevertheless the remarkable consensus of the data 
suggests that this is an area worthy of further exploration. The relationship 
between personality and coping at EoL was explored around a different 
aspect, looking at the relationship between neuroticism and distress toward 
EoL (Chochinov, Kristjanson, Hack et al., 2006b) but no reference was found 
regarding personality and ADs.  
8.3.2 The wish to control death 
One important investigation is to look at the need that was highly evident in 
the current study: to control EoL to the point of preparing to shorten life. A 
deeper understanding of this issue may be sought by using larger groups of 
patients with ADs. My findings echo those which were identified in a recent 
systematic review that explored reasons for the wish to hasten death in seven 
qualitative studies (Monforte-Royo et al., 2012). Including larger samples in 
the future may permit comparisons between people with an AD and people 
who have not prepared an AD, or healthy and ill people with ADs, or patients 
with ADs at the onset of illness and those at an end stage of their illness. 
Future study in this domain may use a combination of research tools in order 
to triangulate findings from one method with those of another. This will enable 
to map the needs of people with ADs, by dividing them into subgroups and 
looking at the subtleties of their needs. Such investigation may reveal whether 
the findings of this study regarding the need to control death were 
coincidental, or whether they were related to the severity of the patient¶s 
illness, personal coping strategies, other factors, or a combination of several 
factors. The findings from this qualitative in-depth exploration serve as triggers 
and highlight an area that has until now been vague. They may, and hopefully 
will, serve as guides for further exploration and identification of people who 
make ADs. A possible relevant exploration that may stem from the findings of 
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my study is a psychological viewpoint. The findings inferred that the need to 
control dying by preparing an AD could be related to personality traits such as 
an µinternal locus of control¶. The low number of people who hold ADs prompts 
a search for a potential relationship between personality and the act of making 
an AD. 
8.3.3 Health care providers ± Differences and similarities in role 
perception concerning ADs  
My findings suggested that family physicians in rural and urban clinics may 
respond differently, and that physicians working in hospital perceive their role 
in ADs as being different from that of family physicians. This encourages 
further exploration of the difference between sub-groups of physicians, such 
as hospital and community physicians; exploration with much larger groups 
and multiple disciplines; and comparison of various clinical fields, as was 
previously recommended (Bentur, 2008). Future studies may look at ways to 
include larger groups of HCPs in a way that will enable a study of their 
knowledge, experience and attitudes and how these change (or not) over 
time. Larger samples will probably enable differentiation between the different 
disciplines and between various clinical fields, which may in turn influence 
educational schemes for HCPs regarding communication at EoL, advance 
care planning (ACP), and the legal aspects of EoL decisions.  
A first step in the plan to map the present knowledge, attitudes and 
experiences around ADs in Israel occurred during June and July 2012. Three 
of my colleagues used the questionnaire adapted for this study (Appendix E in 
the hard copy of my thesis but see note now placed under Appendix E) to 
survey 58 additional HCPs from the oncology field at one heath centre in 
Israel, for a seminar in palliative care which was held in the University of Tel 
Aviv. This sets the ground for a collaboration which is planned for 2014 and 
which is planned to include additional medical fields at one of the largest 
health centres in Israel. It may also be possible to extend the investigation to 
other health centres in Israel, to compare hospital and community settings, 
and to look more specifically at large nursing facilities across the country. This 
mapping will act as a baseline measurement, before or in the initial steps of 
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considered interventions around ADs, vis-à-vis both HCPs and the elderly 
public. 
8.3.4 ADs for people with strong religious beliefs and their faith 
leaders 
In the current study only one participant identified herself as religious, and her 
SDUWLFLSDWLRQ DV ZHOO DV KHU 5DEEL¶V DOORZHG D JOLPSVH WR VRPH RI WKH
complexities that religiosity may add to the phenomenon of ADs. From 110 
applicants who called me after the advertisement of this study, only 3 
identified themselves as religious, although there may have been others who 
did not identify themselves as such during the phone calls. The two remaining 
applicants did not fill the inclusion criteria. This low number of people who 
reported being religious, makes any exploration of the relationships between 
religiosity and ADs difficult to follow. It should be noted however that the 
overall percentage of AD holders in Israel is very low compared to the UK and 
USA for example, and this may be related to the specific Israeli context. 
Beyond this study, this issue could be explored perhaps by researching non-
holders of ADs to better understand the reasons of reluctance to make an AD 
in the Israeli society. Furthermore it seems important to investigate to what 
degree faith-leaders perceive ADs as a tool for EoL decisions and whether 
and in what ways they might support this option for their followers. This 
perspective presumably will echo the strongest supporters of sanctity of life as 
an overriding value to any others in the Israeli society, based on Jewish 
µ+$/$&+$¶ DQG /DZV RI RWKHU UHOLJLRQV DV ZHOO ,QFOXGLQJ IDLWK-leaders in 
future research may shed light on the widespread impression that ADs are 
contradictory to religion. It is not clear whether there is genuine contradiction 
with religion or with its interpretation. As mentioned earlier, I emphasize that 
the Israeli Dying Patient Act (DPA) enables to ask for full treatment in the AD 
legal document (see Appendix A, part B, page 264). 
8.4 Implications for policy 
As explained earlier in the literature review of this thesis, ADs were legally 
introduced into Israel in 2005, yet it is estimated that no more than 13,000 
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(0.16%) people in Israel hold a valid AD document, whether it is the legal one 
RU/,/$&+¶VSUR-forma (Even, 2013)74. My study supported a previous claim 
(Bentur, 2008) that HCPs as well as AD holders know little about ADs and 
about their legality and boundaries. Policy makers will need to decide whether 
ADs are indeed the best way to express EoL wishes for the event of capacity 
loss; if so, there will most definitely be a need to fully educate HCPs as well as 
the public about ADs. The majority of the public is not aware of the possibility 
and therefore cannot make an informed decision whether or not to use ADs. It 
is a legal right that needs to be known about. The literature chapter of this 
thesis presented debates around ADs, doubts about how realisable they may 
be, and suggestions that ACP is more achievable (Davison et al., 2010). The 
findings of both the qualitative and quantitative phases in my study emphasise 
deficiencies in communication tools around EoL preferences, with and without 
translating such communication into ADs or other documents. These findings 
add to previous ones (Bentur, 2008) to accentuate a clear need to allocate 
resources in order to equip HCPs with reasonable communication skills. In 
order to improve practice in Israel, health-providing institutions may need to 
establish policies regarding EoL care that will be known to all staff, whose 
implementation will be evaluated as part of general quality appraisals. This 
seems in line with the declared policy of the Israeli Ministry of Health from 
2009, which set as its goal to implement palliative care across all LTCs 
nationwide by 2013 (Hozer Mankal, 2009), a goal which is only in the first 
steps of its implementation and for which no resources were allocated (Bentur 
et al., 2012). 
Global health evaluations (World Health Organization, 2013b) forecast an 
increase in conditions such as dementia, in which mental decline precedes the 
decline of the body by many months and sometimes years, with no prospect 
of cure. This tendency may accentuate moral and legal debates that are 
increasingly appearing in the secular world, and which emerged in the current 
study. Countries may well need to re-consider legalising additional resources 
to manage EoL and allowing the control of death in a more active way, as has 
already happened in a few countries such as the Netherlands and a few states 
                                          
74 Even stated that 20,000 individuals have written ADs through LILACH since 1987, but 
/,/$&+¶V VSRNHVSHUVRQ FODLPHG WKDW /,/$&+ FXUUHQWO\ KROGV DURXQG  XSGDWHG $'
documents. 3000 ADs are kept in the national database for ADs, and there may be 
overlaps of the numbers in the two groups because some LILACH members preferred to fill 
the legal AD document after having filled the LILACH AD document. 
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in the USA. Perhaps in the future, society will need to challenge its definitions 
of what life is and what death is. For example, in addition to the existing 
definitions of cardio-pulmonary death and brain death, a need may arise to 
define a third form of death, such as cognitive or cortex death. A society which 
views quality of life as a value equal to sanctity of life, may consider that for 
some people who declare their wish in advance not to remain alive without 
capacity, when no cognitive activity whatsoever is possible, this constitutes a 
morally acceptable reason to declare that life has ended. 
8.5 Implications for clinical practice 
At the present time in Israel, questions regarding ADs are rarely initiated by 
+&3V ZKHQ UHFRUGLQJ D SDWLHQW¶V PHGLFDO KLVWRU\ DV SDUW RI KRVSLWDO
admissions). No questions are routineO\ DVNHG DERXW SDWLHQWV¶ ZLVKHV DQG
preferences for care at EoL. In Israel, unlike in the USA, the patient is not 
offered the possibility of signing DµGRQRWDWWHPSWUHVXVFLWDWLRQ¶'1$5RUGHU, 
either. Palliative care settings as well as specific services for patients with 
LTCs75 and facilities for the elderly should address the needs of patients who 
would like to have their EoL wishes clearly expressed, whether orally or in 
writing, formally or informally (Fernandes, 2008; Heyland, Barwich, Pichora et 
al., 2013). Health care providers who are responsible for the medical care of 
people with LTCs need to include communication regarding EoL preferences 
as appropriate, when such communication can affect EoL care, and when 
there is enough time to prepare ahead for a time when EoL decisions will be 
needed (Fernandes, 2008). This was described by too few of the HCPs who 
participated in the interviews as well as in the survey. There is evidence 
indicating that various barriers exist in initiating ACP conversations, even in 
countries where palliative care is quite developed. This was observed in 
nursing homes in the UK (Froggatt, Vaughan, Bernard et al., 2009), and in 
acute hospitals in Canada (Heyland et al., 2013). Yet there is also indication 
that intervention may improve HCPs ability and action to encourage patients 
to express their preferences for EoL care (Fernandes, 2008). Considering that 
the survey in the current study included palliative care professionals, even 
less communication may be expected from other HCPs. The call to address 
                                          
75 Specific services, such as: renal; cardiac; lung and similar clinical services. 
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EoL issues in communication between HCPs and patients includes general 
internal medicine services, which provide much of the medical care for people 
with LTCs. Ignoring these issues until EoL occurs, as was disclosed by 
participating hospital physicians, can mean that decisions continue to be 
made in urgency and without much reflexion and consultation. On the other 
hand previous evidence shows that repeated discussions reassure patients 
that their wishes will be considered when they will no longer be able to take 
part in decision making DQG LPSURYHV RXWFRPHV IRU SDWLHQWV¶ (R/ FDUH 
(Fernandes, 2008).  
The expectation that patients will raise these issues can often prevent 
communication, because patients, as was seen in this study, SHUFHLYH+&3V¶
avoidance of the issue as deliberate, signalling either disinterest, lack of time 
or emotional or moral difficulty. There is no doubt that when patients and 
relatives do have an AD document, it should always trigger discussion with 
HCPs about its content and meaning for the patient, and the document must 
EHLQFOXGHGLQWKHSDWLHQW¶VPHGLFDOUHFRUG. However, this expectation is rarely 
met in Israel, and is still inadequately exercised in other countries (Heyland et 
al., 2013). 7RGD\PRVWSDWLHQWV¶PHGLFDOUHFRUGVLQ,VUDHODUHHOHFWURQLFDQG
this may facilitate an automated highlight to draw attention to the fact that a 
patient holds and AD, and may provide a quick link to its content. Such 
technology may facilitate educational and other improvement processes, and 
with specific policy and guidelines may promote the implementation of these 
recommendations. 
8.6 Methodological reflection 
My study had some limitations. Firstly, the available resources in terms of the 
time, budget, and human-power needed to carry out the research alone 
narrowed down some possibilities, compared with working in a research 
group. The ability to analyse transcripts (data) when working alone is very 
different from their analysis within a research team, where mutual validation is 
possible; the hundreds of hours spent undertaking one's own transcription of 
interviews is different from having this carried out professionally; having 
several researchers to hold the interviews can sometimes compensate for 
wasted time due to barriers (such as the publicity barrier that arose in this 
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study). Yet carrying out the research on my own was beneficial from other 
perspectives. The fact that I carried out all the interviews myself gave me 
important contextual details of the setting, and sometimes provoked new 
questions76; transcribing on my own allowed me to be completely immersed in 
the text, but also to retain the tones of voice and emotional expressions.  
Had I had more time available for my data collection, I would have taken more 
time to choose at least ten patients at the very end of their lives, i.e. with an 
end-stage illness, rather than working under a very restricted timeline 
(resulting from publicity problems, see Chapter 3), which meant that I had to 
make some pragmatic choices about the patients selected for interview. With 
more time, I would have preferred to have had the opportunity to develop at 
least ten full case studies. 
Another limitation was the fact that I did not meet relatives for a second time 
after the death of the patient. Having DµEHIRUH¶DQGDQµDIWHU¶YLHZSRLQWRIWKH
process would have improved understanding. This could have enabled me to 
learn about ZKHWKHUDQGKRZ$'VLQIOXHQFHGSDWLHQWV¶(R/LQUHDOLW\DQGalso 
to compare their 'forecast' with the actual occurrence as experienced by 
relatives. Working in a research group might allow a longitudinal study to be 
conducted to provide such a complementary perspective. 
Much learning and understanding occurred after I started analysing the 
findings. In fact, this learning has been on-going and has not yet ended. The 
first analysis was the first layer of learning. It was followed by writing up the 
chapters about the findings, which enabled an additional level of analysis and 
gave me an opportunity to gain deeper insight into the findings and the issue 
under investigation. Each finding chapter added depth, as well as hesitations, 
DQG TXHVWLRQV 'LVFXVVLQJ HDFK FKDSWHU¶V ILQGLQJV LQ the light of previous 
evidence illuminated new aspects, and brought new questions. 
If it was possible to go back to the participants now and meet them again, I 
would like to conduct another full interview with each of them, and I would ask 
many new questions that I was not aware of until the end of the writing up the 
research. Research process has its structure, and data collection has a time 
                                          
76 For example e[SHULHQFLQJ1RD¶VLQWHUYLHZZKLOHKHUPHFKDQLFDOYHQWLODWRUVWRRGLQWKHURRP
between us provoked questions about her everyday life and improved my understanding of 
the influence of her condition on her quality of life. 
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slot during the process. This golden window of opportunity can only provide 
what researchers are able to identify as important before and during the 
collection of the data. No one is able to predict where the findings will lead 
them, and what new questions will emerge from the answers to questions that 
were reODWHGWRWKHVWXG\¶VREMHFWLYHV, after they are analysed.  
I wish I could go back to the patients and share with them my understandings 
from the feelings they disclosed and the analysis of the findings. I would have 
hoped to help them to better handle the µAD-relay¶ with their relatives and 
physicians, and to reach more satisfactory outcomes than those they feared 
would happen. This thought probably stems from my immense gratitude to the 
participants, who gave me their time and who opened their hearts so 
generously. This one-way giving from patients to me, who as a nurse is used 
to a relationship that usually flows in the opposite direction, is not taken for 
granted and was sometimes difficult for me to accept. This is also a huge 
personal lesson for me as a researcher who is also an HCP, and I cherish it. 
8.6.1 Self-reflection 
When I started planning this study I was asked by my supervisors to write my 
views about ADs. I wrote that I was in favour of the possibility and thought that 
it should be proposed to everyone, to enable those wishing to make an AD to 
do so. Nonetheless, I thought that making an AD was the need of a minority of 
the population, even in a secular society. The most evident change in my 
perception, from the beginning up to this point in time as I now write, is that I 
previously viewed making out an AD as a very straightforward, perhaps even 
one-dimensional task. It seemed that people needed to know about the 
possibility, those who wanted could prepare an AD, and then the EoL 
decisions of those possessing an AD would be clear and easier to make. After 
conducting the research and meeting people determined to have their wishes 
clearly stated, but who also demonstrated a multitude of barriers and 
obstacles, I now look at ADs in a different way. Undertaking this study enabled 
me to develop an understanding of how difficult it is to make ADs, and to 
communicate them to others. A long process of educating HCPs and the 
public seems to be needed in order to be able to communicate about EoL 
needs and wishes, and to be able to consider making decisions for individuals 
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who have lost capacity. Guided by the voices of relatives who took part in this 
study, I became much more aware of the difficulty of making decisions on 
behalf of another. Yet such situations will probably become more common 
because of the increasing prevalence of illnesses affecting cognitive ability. In 
the process of analysing the findings, I realised that discussing preferences is 
difficult for both patients and for their relatives, although it is an important 
issue to confront. It is part of preparing people to make EoL decisions on 
behalf of others, which often necessitates facilitation and on-going support 
before, during and after such decisions are taken. I realised how rarely HCPs 
provide such facilitation or support. I end this research study with much more 
awareness of the complexities around ADs and the low chances of completing 
the µAD-relay¶ with satisfactory outcomes for all parties involved. This is not to 
say that my support for ADs has decreased, but rather that I acknowledge 
how much remains to be done in the fields of education, policy, and practice, 
to make ADs a more realistic option for those who wish. I perceive ACP, i.e. 
the communication and attempt to understand patienWV¶ YDOXHV, fears, and 
most profound wishes, as more important than the writing of an AD document. 
I am not sure that rigid documents are the most appropriate tools to help 
HCPs and relatives make the best decisions on behalf of the patient. Perhaps 
adding a free statement based on open questions, which will be recorded 
orally or audio-visually, would better equip relatives and HCPs for difficult and 
unpredictable situations. I think that the major change from the beginning of 
my research study journey to its end is that I am more hesitant than I was, and 
have more questions than answers regarding ADs. I am much more aware of 
variance, subtleties and differences, and of the many layers that I was not 
aware of when I took the first step toward this study. 
8.7 Conclusion  
This study explored the meaning of ADs for patients facing EoL due to an 
LTC, and for other relevant stakeholders around them: relatives and HCPs. 
The rationale behind its design was that ADs are produced by an individual 
but are meant, by definition, to be executed by others, who are usually 
relatives and HCPs. Looking at the three main stakeholders facilitated a 
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comprehensive and deep understanding of the complexity of the phenomenon 
of ADs. 
One aspect of understanding emerged from looking at the phenomenon as a 
process, and not simply as the one-time act of making an AD document. 
Advance directives were therefore viewed along the various steps: from 
preliminary thoughts about the option, to written statements regarding later 
EoL care, through the writing of the document, throughout the stages of 
sharing (or not) the document with other stakeholders, and culminating in 
examples of the actual use of the document in EoL care. This was achieved 
by in-depth one-to-one interviews of 27 participants, looking retrospectively at 
their individual processes.  
To complete the understanding of the complexity, another tool was used to 
learn about the present state of knowledge, experience and attitudes among 
HCPs, without whom ADs cannot be executed. An investigation into the state 
of competency and readiness to deal with ADs in medical practice in Israel 
was perceived as complementary to the views gathered in the case-studies 
around individual patients. The survey was used as a means to triangulate 
some of the qualitative data that was collected during interviews, by providing 
an understanding related to the health system vis-à-vis ADs, in addition to 
LQGLYLGXDOSK\VLFLDQV¶YLHZV7KLVHQDEOHVDn initial mapping-out of the current 
situation and suggests recommendations for policy and practice. The survey 
sample was not as large as was hoped when the study was designed, but it 
included palliative care-oriented HCPs, who are more aware of EoL issues, 
the DPA and ADs than one would expect HCPs from other clinical fields to be. 
They can be viewed as the highest bench mark of aptitude in Israel today. 
Further data is planned to be collected in the near future, which will check this 
assumption and increase representation. 
A key finding regarding the group of patient participants in this study was their 
wish to control their death, and this calls for further investigation as suggested.  
Communication issues when addressing ADs constituted a further significant 
finding, that was present across all three groups of participants ± in particular 
the finding that communication is often heavily compromised at different 
levels: between patients and relatives; patients and physicians; physicians 
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DQG SDWLHQWV¶ UHODWLYHV DQG EHWZHHQ +&3V DQG WKHLU FROOHDJXHV A related 
finding was the lack of accurate information and understanding regarding ADs, 
their boundaries and their purpose, for all parties involved in the process. An 
additional barrier to the possibility of suggesting ADs to people towards EoL 
was the difficulty of many HCPs to discuss sensitive issues such as EoL 
preferences with patients.  
On the whole, rHODWLYHV ZHUH DPELYDOHQW WRZDUG WKH SDWLHQWV¶ $'V EHFDXVH
ADs reminded them of the approaching death of their loved ones, which was 
difficult to confront. It was also evident that communication was often evaded 
in order to avoid the burden of discussing dying and death. 
In the review of the relevant literature in Chapter 2, ACP based on repeated 
communication between patients, relatives and HCPs was described and 
explained , QRWHG WKDW PDQ\ VXSSRUWHUV RI $&3 YLHZ $'V DV µSDVVp¶
criticising this tool as impractical, and giving reasons for this critique, such as: 
the fact that AD documents are often rigid; people can rarely sufficiently 
predict their EoL in order to make an AD document that will correspond to it; 
and therefore ADs are seldom able to address real-life situations accurately 
enough. 
The significance of this study¶V ILQGLQJV is the emphasis they place on the 
importance and centrality of communication as a tool to prepare people for 
EoL, with or without ADs. They provide varied evidence regarding 
miscommunication and barriers to communication. They show that some of 
the most powerful barriers jeopardising the smooth µtransference of the baton¶, 
i.e. information and communication between the relevant µplayers¶, are 
identical to the barriers to ACP. 
I would like to challenge the antagonists of ADs by saying that while patients 
have full capacity, open and significant communication between patients, 
relatives and HCPs about EoL preferences and fears is the key and the 
challenge for ACP as well as for ADs. Repeated communication will help EoL 
decisions to be made on behalf of the patient once capacity is lost, because 
the subtleties of these SDWLHQWV¶ZLVKHVZill most probably already have been 
discussed in relation to RWKHUV¶ H[SHULHQFHV ZKHWKHU LQ WKH IDPLO\ RU LQ WKH
media.  
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I would also suggest that ADs are perhaps not needed by everybody, 
especially in the Israeli context. The influence of faith and faith leaders could 
only be addressed in a limited way in my study; only one case study was 
developed around a religious patient-participant, and only a few HCP 
participants in the survey were religious. The data of both study phases 
suggests no apparent contradiction between holding an AD and being 
religious. However indirect comments made by interviewees (both secular and 
religious) in the qualitative phase elucidated sensitivities and prejudices that 
need to be further examined with religious people who hold ADs. This would 
enable an appreciation of the extent to which the evidence from this study 
applies to the wider Israeli context and in other settings globally.  
It may be that most of the public in Israel do not need or want to make an AD 
or to plan their EoL care in advance, yet everyone is entitled to know about 
the possibility and everybody is entitled to have the opportunity to prepare for 
their approaching EoL. Advance directives are not an aim but a tool, which 
cannot be complete without ACP, but may be added to ACP if and when 
people so wish. 
This study is significant because it provides a voice to a small group of people 
who may have different needs from those of the majority of the population, 
and who wish to remain in control even when approaching death. Their needs 
are ill addressed in Israel, and perhaps also in other countries. Although the 
study was held in Israel, the findings suggest that people who want to make 
ADs have a unique need to control their lives and EoL, and perhaps need to 
have unique solutions in addition to the ones available in most countries in the 
world today. Certainly they need a lot of support and guidance, which is still 
seldom available to them.  
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APPENDIX A: ADVANCE DIRECTIVES AS TO FUTURE 
MEDICAL CARE OF A DYING PATIENT  
The official English version (Based on the ,VUDHOLµ'\LQJ3DWLHQW$FW, 
2005¶; Paragraph 31).  Available at: 
(http://www.health.gov.il/DocLib/doa_1_0708e.pdf) 
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APPENDIX C: THE ADVERT IN THE µ/,/$&+¶ BULLETIN 
(The original advert was in Hebrew and the attached form is an adapted 
English version that was used for discussion and agreement with my 
supervisors)  
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APPENDIX D: PATIENT-PARTICIPANT¶S INFORMATION 
SHEET 
(the original information sheet was in Hebrew) 
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APPENDIX E: THE QUESTIONNAIRE FOR HEALTH CARE 
PROVIDERS 
(Adapted with permission from Rebekah Schiff, the first author of Schiff et al., 
(2006). 
Note: The questionnaire which was included in this appendix for the purpose 
of doctoral defence has been removed from the e-thesis document in order to 
safeguard copyright; the original questionnaire has not been published and I 
did not seek permission to publish it.  
If interest arises in the precise content of the adapted questionnaire, specific 
measures will be taken to ask permission from Schiff et al. prior to sharing the 
questionnaire that was used for this research. 
